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INTRODUCTION

The prevalence of Cerebral palsy (CP) is increasing worldwide and is currently esti-
mated at 1 - 4 per 1000 live births(Gulati& Sondhi, 2018; Paul et al, 2022; Saranti et al,
2024). Though there is a dearth of high-quality studies from India, the observed preva-
lence of Cerebral palsy in the country is 2.95 per 1000 children surveyed(Sony et al,
2023).Due to this rising prevalence and increased awareness, comprehensive Cerebral
palsy rehabilitation has become ubiquitous in India(Jindal et al, 2019). Children with Cer-
ebral palsy undergo extended rehabilitation procedures which typically include muscle
stretching and strengthening, massage, neurodevelopmental techniques, and gait train-
ing. These programmes often go on for several years(Heathcock, 2021). In addition, de-
pending upon each child’s needs, various other therapies are given to improve cognition,
communication, behaviour, sensation and perception. While these are arguably done with
the child’s best interests at heart, are there checks and balances on how many hours of
therapy the child requires? How do rehabilitation experiences balance with an enriching
experience of childhood? Do we have any guidelines to follow? Are too many hours of
shuttling between therapies an infringement on the quality of life for children?

IMPACT ON QUALITY OF LIFE

Physical examination and rehabilitation processes for children with Cerebral palsy
start in infancy. Their childhood is moulded by pain and stress, not only because of the
nature of their disorder but also because of the long hours of painful rehabilitation pro-
cedures, and from having to live in an environment generally created for the “typical”
child(McKearnan et al, 2004; Dydyk & Givler, 2024). The repercussions of the long hours
of therapy are severe and result in:

1. Chronic pain syndrome and central sensitisation(Van Der Slot et al, 2012;
Verschuren et al, 2016)
Fatigue( Majnemer et al, 2008; Jarl & Alriksson-Schmidt, 2021)
Low academic performance(Parkes et al, 2008)
Caregiver fatigue leading to abuse or neglect of the child(Liu et al, 2023)
Behavioural problems(Parkes et al, 2008)
Anxiety and depression(Ramstad et al, 2012; Ullenhag et al, 2024).

AN T

The above-mentioned factors are interconnected and overlap. Chronic pain reduces the
quality of life of children with Cerebral palsy as it negatively impacts their comfort levels,
recreation and sleep patterns, and consequently hinders their involvement in activities of
daily living while causing anxiety, fatigue, and depression(Majnemer et al, 2008; Parkes
et al, 2008; Van Der Slot et al, 2012; Verschuren et al, 2016; Ullenhag et al, 2024). Caregiver
fatigue is another inadequately acknowledged and challenging consequence. Parents, of-
ten the mothers, bear the brunt of caretaking responsibilities(Liu et al, 2023).They not only
handle the child’s activities of daily living but also provide emotional support, and attend
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appointments and therapy sessions, which can take a toll on their own quality of life. Of-
ten, these additional responsibilities hinder mothers’ ability to manage routines, earn their
livelihood, take care of other children, and engage in pleasurable activities. The toll on the
caregiver’s health has a direct effect on the well-being of the child, as has been reported in
various studies(Liu et al, 2023).

These factors beg the questions:
e  Are the long hours of rehabilitation necessary?
¢ Are rehabilitation professionals aware of the consequences?

Parental Expectations and Misconceptions

Rehabilitation professionals often do not give clear explanations to the parents of
children with Cerebral palsy regarding the progression of the disease and the functional
independence to be expected. This leads parents to believe that there is a cure and that
their children may become normal if intensive and prolonged rehabilitation is under-
taken. The health practitioners may imply that the children will improve faster if they
undergo more hours of rehabilitation, but often the end point of improvement is unclear.
The parents may construe the term ‘improvement’ to mean normalcy, so the children are
forced to do things that are beyond their capability or may cause secondary problems like
pain and anxiety; in consequence there is no time for enjoyment which, as per definition,
equals neglect and abuse(Hutton, 2006; Ullenhag et al, 2024).In addition, unrealistic goals
of parents put enormous pressure on the rehabilitation professionals, as they are afraid of
the repercussions if their opinion is not similar to that of the referring doctors. From an
economic perspective, professionals in private practice are concerned about ‘therapist
shopping’ if they give contradictory opinions that do not satisfy the parents.

The aforementioned factors culminate in a cycle of long, and often, trial-and-error
methods of formal therapy without much attempt at embedding therapy goals into rou-
tine activity. It is well- documented that therapeutic strategies must be part of the routine
life of a child with Cerebral palsy as Cerebral palsy is a lifelong condition(Hutton, 2006;
Moll & Cott, 2013). Sadly, this is not commonly practiced in India, due to lack of multidis-
ciplinary teams and school-based rehab services. Samagra Shiksha Abhiyan (SSA), a gov-
ernment initiative, has a strong theoretical foundation but falls short in implementation
for many reasons, including dependency on formal therapy which is rarely child-friendly.
Anecdotal reports from professionals associated with SSA suggest that SSA has full-
fledged multidisciplinary team services as the policy documents, but in actuality imple-
mentation is hindered by difficulties in staff hiring, high attrition rates, and inadequate
individualisation of services and poor documentation. Occupational therapists, psycholo-
gists and speech pathologists are rarely present due to the dearth of professionals in these
fields. Often the sole service providers are physiotherapists who visit the SSAs sporadi-
cally, and sometimes not at all. Block integrated education resource teachers (BIERT) often
try to fill the gap and provide rehabilitation services within their abilities and expertise.
Due to lack of training, the services may be erroneous and haphazard, potentially causing
harm to the children. Furthermore, the assistive devices and mobility aids that the chil-
dren receive from SSA are generic mass-produced devices that are not customised to the
individual child. Another aspect of concern is the lack of adapted seating devices. Though
the children are currently expected to sit in the school for more than 6 hours in a day, SSA
fails to provide them with adaptive seating, resulting in bad posture and putting them at
risk for the occurrence of deformities (Nagaraj / Santhosh / Sneha, via personal communi-
cation,2023), all of which are painful. In a nutshell, though the intention behind SSA is
noteworthy, the implementation is not up to the mark.
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Schooling and Educational Rights

What is happening with the schooling of children with Cerebral palsy? Are they
allowed to go to school like other children? From our experience in working with parents
of children with Cerebral palsy enrolled in the SSA programme, priority is given to the
quality of walking as the outcome of rehabilitation, and the educational needs of the child
are considered secondary to independent walking (Anagha / Vinay, via personal commu-
nication, 2023). This practice potentially affects the quality of education of children with
Cerebral palsy. Either many children are enrolled in school only after an average age of
10 years or some are not going to school at all(Chiarello et al, 2010). On the other hand,
though mainstream schools are mandated to admit children with Cerebral palsy, they of-
ten do not take them. School authorities advice parents not to send their children to school
until they are able to walk and use the washroom independently. The following case
illustrates this. Anitha (name changed to maintain confidentiality) is a 9-year-old with
athetoid Cerebral palsy of GMFCS level IV, with associated moderately severe communi-
cation disability. She has above-average intelligence and problem-solving skills, and is
eager to socialise and go to school. Unfortunately she was denied admission in a main-
stream private school under the misconception that she was “intellectually disabled” be-
cause she could not walk, talk and write due to the involuntary movements (Rani, via
personal communication, 2023). The child has the potential to excel in school if provided
with adapted ways to learn and communicate, which are currently very feasible with
Smartphone applications. The provision of a wheelchair would have allowed her to go to
the washroom and the playground independently. Is this not against the child’s rights
to education? Issues such as these often lead parents to force their children to walk, re-
gardless of their ambulatory ability.

Another matter of concern is parents” disinclination towards employing mobility aids
and seating devices, which are essential to decrease secondary orthopaedic misalignment.
Parents are reluctant to buy these because they think that the children with Cerebral palsy
will eventually walk normally. They consider mobility aids to be therapeutic devices
which need to be used only during therapy and can be discarded when the child attains
“normal” ambulation or sitting balance. Therefore, they continue to allow children to
adopt inappropriate postures and walk in non-optimal fashion out of therapy hours(Raja,
2006).Inappropriate seating, and non-use of orthotic and mobility devices are risk factors
for chronic pain, fatigue, and anxiety. Together these lead to low academic performance
and behavioural problems(Ireno et al, 2019; Jarl & Alriksson-Schmidt, 2021).Chronic pain,
fatigue and anxiety in Cerebral palsy, although well-documented, are rarely acknowl-
edged by health professionals in India. Parents are often not counselled regarding these
factors(Verschuren et al, 2016; Dydyk & Givler, 2024).The secondary effects of this on the
growing child manifest as orthopaedic deformities requiring repeated surgeries followed
by ever longer periods of therapy. Long painful hours of therapy for years together (av-
erage of 10 years) flies in the face of child rights!

Then what is the way forward? Rehabilitation is a necessity for children with Cere-
bral palsy throughout their lives, but there should be checks and balances on the cumula-
tive hours of formal rehabilitation and the methods adopted. A general consensus should
be arrived at, between the medical practitioners and the rehabilitation professionals, re-
garding informing the parents about the level of improvement they can expect, based on
the well-documented and well-known functional classification systems. Moreover, clear
communication about therapeutic measures, assistive technology usage and the involve-
ment of parents in therapeutic functions as part of daily life, is essential. Another solution
is the improved focus of school-based rehabilitation programmes like SSA, so that the
child’s educational and recreational needs are equally addressed. The key recommenda-
tions for the optimum performance of SSAs, keeping in mind staffing problems are:
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e BIERTSs should be trained adequately for triaging and referrals as well as for the
provision of routine rehabilitation services.

¢ A health institution with a multidisciplinary team should be one of the stakehold-
ers of each SSA. The professionals should visit the SSA at frequent intervals and
guide and train the BIERTs.

e Adaptive physical education including traditional Indian folk games should be
part of the SSA curriculum. A study conducted by Rahman et al (2024) reported
the use of folk games which would increase the physical activity level of children
with Cerebral palsy and are easy to implement as theyrequire minimum equip-
ment and are widely accepted, being culturally embedded.

e Children should be guided adequately, and either sent to vocational training or
continue with mainstream school based on their abilities after the completion of
10t standard, so that they can earn their livelihood in the future.

Let the parents have something to look forward to, so that children can enjoy their child-
hood regardless of their diagnosis.

REFERENCES

Chiarello L A, Palisano R J, Maggs ] M, Orlin M N, Almasri N, Kang L.-J, Chang H.-J. (2010). Family Priorities for Activity and
Participation of Children and Youth with Cerebral Palsy. Physical Therapy, 90(9), 1254-1264. https://doi.org/10.2522/ptj.20090388

Dydyk A M, Givler A  (2024). Central Pain  Syndrome. In  StatPearls.  StatPearls  Publishing.
http://www.ncbi.nlm.nih.gov/books/NBK553027/

Gulati S, Sondhi V (2018). Cerebral Palsy: An Overview. The Indian Journal of Paediatrics, 85(11), 1006-1016.
https://doi.org/10.1007/s12098-017-2475-1

Heathcock J C (2021). Comparing Two Physical Therapy Schedules for Children with Cerebral Palsy —The ACHIEVE Study. Patient-Centered
Outcomes Research Institute (PCORI). https://doi.org/10.25302/05.2021.CER.150731899

Hutton J L (2006). Cerebral Palsy Life Expectancy. Clinics in Perinatology, 33(2), 545-555. https://doi.org/10.1016/j.clp.2006.03.016

Ireno J M, Chen N, Zafani M D, Baleotti L R (2019). O uso de érteses em criangas com paralisia cerebral: Percep¢ao dos cuidadores.
Cadernos Brasileiros de Terapia Ocupacional, 27(1), 35-44. https://doi.org/10.4322/2526-8910.ctoAO1612

Jarl J, Alriksson-Schmidt A (2021). School outcomes of adolescents with cerebral palsy in Sweden. Developmental Medicine & Child
Neurology, 63(4), 429-435. https://doi.org/10.1111/dmcn.14769

Jindal P, Macdermid ] C, Rosenbaum P, Direzze B, Narayan A, Nayak S L (2019). Treatment and rehabilitation of children with
cerebral palsy in India: A scoping review. Developmental Medicine &  Child  Neurology, 61(9), 1050-1060.
https://doi.org/10.1111/dmen. 14211

Liu F, Shen Q, Huang M, Zhou H (2023). Factors associated with caregiver burden among family caregivers of children with cerebral
palsy: A systematic review. BM] Open, 13(4), e065215. https://doi.org/10.1136/bmjopen-2022-065215

Majnemer A, Shevell M, Law M, Birnbaum R, Chilingaryan G, Rosenbaum P, Poulin C (2008). Participation and enjoyment of leisure
activities in school-aged children with cerebral palsy. Developmental Medicine & Child Neurology, 50(10), 751-758.
https://doi.org/10.1111/j.1469-8749.2008.03068.x

McKearnan K A, Kieckhefer G M, Engel ] M, Jensen M P, Labyak S (2004). Pain in Children with Cerebral Palsy: A Review. Journal of
Neuroscience Nursing, 36(5), 252-259. https://doi.org/10.1097/01376517-200410000-00004

Moll L R, Cott C A (2013). The paradox of normalization through rehabilitation: Growing up and growing older with cerebral palsy.
Disability and Rehabilitation, 35(15), 1276-1283. https://doi.org/10.3109/09638288.2012.726689

Parkes J, White-Koning M, Dickinson H O, Thyen U, Arnaud C, Beckung E, Fauconnier J, Marcelli M, McManus V, Michelsen S I,
Parkinson K, Colver A (2008). Psychological problems in children with cerebral palsy: A cross-sectional European study. Journal of
Child Psychology and Psychiatry, 49(4), 405-413. https://doi.org/10.1111/j.1469-7610.2007.01845.x



DCIDJ 2025, Vol. 36, No. 1 84

Paul S, Nahar A, Bhagawati M, Kunwar A J (2022). A Review on Recent Advances of Cerebral Palsy. Oxidative Medicine and Cellular
Longevity, 2022, 1-20. https://doi.org/10.1155/2022/2622310

Rahman A M, Raja K, Kumar J (2024). Revitalising traditional Indian games: Inclusive game adaptations for children with cerebral
palsy. Disability and Rehabilitation: Assistive Technology, 1-13. https://doi.org/10.1080/17483107.2024.2389216

Raja K (2006). Compliance with Walking Aid Use in Children with Cerebral Palsy in India: American Journal of Physical Medicine &
Rehabilitation, 85(8), 694-698. https://doi.org/10.1097/01.phm.0000228526.49042.f1

Ramstad K, Jahnsen R, Skjeldal O H, Diseth T H (2012). Mental health, health related quality of life and recurrent musculoskeletal
pain in children with cerebral palsy 8-18 years old. Disability and  Rehabilitation, 34(19), 1589-1595.
https://doi.org/10.3109/09638288.2012.656794

Saranti A, Dragoumi P, Papavasiliou A, Zafeiriou D (2024). Current approach to cerebral palsy. European Journal of Paediatric Neurol-
ogy, 51, 49-57. https://doi.org/10.1016/j.ejpn.2024.05.015

Sony R, Javed J, Mohan D, Vasanthan R (2023). Health Care Needs Across Different Age Groups in Children with Cerebral Palsy: A
Survey. Indian  Journal of Physiotherapy &  Occupational — Therapy - An  International  Journal, 17(2), 1-5.
https://doi.org/10.37506/ijpot.v17i2.19218

Ullenhag A, Jahnsen R, Klove N, Smedvig S, Hoberg A (2024). How did youth with cerebral palsy perceive participation in everyday
life after participating in a periodical intensive rehabilitation program based on adapted physical activity in groups? A qualitative
interview study. Disability and Rehabilitation, 46(1), 58-66. https://doi.org/10.1080/09638288.2023.2180096

Van Der Slot WM A, Nieuwenhuijsen C, Van Den Berg-Emons R J G, Bergen M P, Hilberink S R, Stam H ], Roebroeck M E (2012).
Chronic pain, fatigue, and depressive symptoms in adults with spastic bilateral cerebral palsy. Developmental Medicine & Child Neu-
rology, 54(9), 836-842. https://doi.org/10.1111/j.1469-8749.2012.04371.x

Verschuren O, Peterson M D, Balemans A C J, Hurvitz E A (2016). Exercise and physical activity recommendations for people with
cerebral palsy. Developmental Medicine & Child Neurology, 58(8), 798-808. https://doi.org/10.1111/dmcn.13053



