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Report Summary  

Who Participated: 
Most participants in the younger two age groups and almost all were reported on by a 

parent (there was one legal guardian and one foster parent). They were from all over the UK, 
with a dozen different areas represented, and most had no previous contact with the Bobath 
Centre. 

There were about even numbers of term and preterm Cerebral Palsy, with approx. 40% 
having bilateral spastic CP and about 25% with dyskinetic and there was a range of severity 
(Mild: 20.50%, Moderate: 43.60%, Severe: 33.33%). 

All-Ages Questions 
The biggest take away was the impact Covid-19 had on access to medical care. While the 

pandemic was reported to cause a very high level of change for the children in general, the 
change was coped with at least a moderate level. Within healthcare specifically, access dipped 
significantly during the lockdowns and while it has improved somewhat, it has not bounced back 
fully to pre-pandemic levels and there are reports of even pre-pandemic access being insufficient.  

There have been harmful effects of the restricted access to medical treatments and 
therapies during the pandemic, with 42% of parents reporting mobility regression and 23% 
reporting increased delays in reaching developmental milestones. 

Outside of the pandemic, there have also been issues with accessing proper treatment, 
with only 38% of participants reported that their child received timely medical reviews 
throughout their life. 

Questions were asked not just about their child with Cerebral Palsy, but about their 
siblings as well. On a positive note, these siblings were reported to be above average in 
compassion and in their relationship with their sibling with cerebral palsy. Unfortunately, their 
parents were concerned they were below average in a number of other areas, with the largest 
impact seen in their opportunities for family holidays and time to spend one-on-one with parents.  

For questions that targeted specific age groups, a few trends emerged. First, all age 
groups gave physiotherapy a higher priority than medication for coping with pain/discomfort. 
Secondly, being treated differently due to their condition was nearly universal, with behaviours 
such as being avoided and ignored the most commonly reported.  

The report also explored children’s level of mobility, communication abilities, comorbid 
health conditions, and difficulties with self-care and a full report of all those findings, as well as 
details of the findings reported above, can be found in the body of the report. 

Age 0-4 
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Participants who cared for children under the age of 5 were asked about the child’s time 
of initial diagnosis and treatment, any adverse medical incidents, the child’s discomfort and if 
they were treated differently than other families due to their condition. 

Most children were diagnosed by their first birthday, but a sizable minority (about a third) 
waited longer. Initial treatment was relatively quick, with 87.50% starting treatment within three 
months of diagnosis and 93.75% within four months of diagnosis. Of note, results from the 
overall age group questions about annual reviews and general access show that, while initial 
appointments may have been prompt, issues with continuing treatment in a timely manner seem 
prevalent. 
 A quarter of the participants for this age group reported that their child’s condition was 
due to an adverse medical condition. Some had pursued legal filings in relation to this, but all 
were still pending at time of participation.  
 Children’s discomfort was rated at just below “moderate” on the scale on average, and 
ability to cope with this discomfort was between “poor” and “neither poor nor good.” Questions 
about how this comfort impacted different aspects of the child’s life were also asked and full 
results for those questions can be seen in the full report. 
 Participants also rated their child’s need for physiotherapy and pain medications in 
dealing with their discomfort, and physiotherapy was rated as significantly more needed. 

When asked if they or their children were treated differently, all people who answered the 
question said either yes or maybe. People being nervous/uncomfortable or avoiding them was the 
most commonly reported, with 70% of respondents endorsing each. 

Age 5-12 
 Participants who cared for children between the ages of 5 and 12 reported on their child’s 
EHCP (if they had one), Covid-19s’ impact on education, discomfort, quality of life in several 
domains, and if their child was treated differently due to their condition.  

Most of the children in the 5-12 age group had an EHCP, and the parents reported that 
most were reviewed annually and understood the child’s needs well. Scores for implementation 
were slightly lower, but most were at least rated as moderately well implemented. 
Implementation was worse during lockdowns but has recovered to pre-pandemic levels. On 
average, changes to education due to Covid-19 were rated as very or extremely difficult overall. 

Children’s discomfort was rated as just below “moderate” on average, and their ability to 
cope with this discomfort slightly above “moderate.” Questions about how this comfort impacted 
different aspects of the child’s life were also asked and full results for those questions can be 
seen in the full report. Participants also rated their child’s need for physiotherapy and pain 
medications in dealing with their discomfort, and physiotherapy was rated as significantly more 
needed. 
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For the quality of life domains, the highest quality was for overall emotional wellbeing 
and the lowest was for feeling about how their body functioned.  

When asked if they or their children were treated differently, all but one participant said 
yes. The most frequently experienced behaviours were all negative. The two most common were 
being ignored and being avoided. 

Over 12 
There was an age group for children 12-18 and another for children over 18 still being 

cared for living at home. As there were only 2 children in the over 18 group, they’ve been 
grouped together with the younger teenagers for reporting. Participants were asked about their 
children’s education, the impact of Covid-19, discomfort, quality of life and if they were treated 
differently due to their condition. 

For education, participants were asked how supported their child was during their 
transition to secondary school and responses were very mixed, half said they were supported 
well and half said they received poor support. Once in school, the reports are move encouraging, 
with most schools accommodating their child’s needs. Though based on a small sample, this may 
show that times of transition are especially vulnerable times during whic support may be 
inadequate. 

When given an open-ended space to share what their child would say impacted them 
most about the pandemic, lack of ability to exercise through sports were the most commonly 
mentioned thing. 

Discomfort levels were generally low, with most coping either well or neutrally. As with 
the other age groups, physiotherapy was rated as more important to managing their discomfort 
than medication. Questions about how this comfort impacted different aspects of the child’s life 
were also asked and full results for those questions can be seen in the full report.  

For quality of life domains, children had the highest scores for social well-being and the 
lowest for their feelings about how their body functions and their ability to access services.  

As with the other age groups, most reported being treated differently due to their 
condition and, again in keeping with the other groups, most of the treatment was negative and 
involved ignoring or avoiding their child. 

Caregivers 
The pandemic has taken a toll on caregivers. Overall, physical and mental health related 

quality of life diminished during the lockdowns and has not bounced back to pre-pandemic 
levels, though it has improved somewhat. The same pattern holds for access to respite care. 

When asked which specific domains Covid-19 impacted negatively it appears the 
psychological impact has been the most broad with mental health, relationships with others, and 
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sense of loneliness being endorsed the most. In an open-ended area to expand on how Covid-19 
had impacted them, some notable quotes are, “As a family we feel more isolated than ever 
before” and “It's never ending. The stress and worry will never go away and we are unable to 
live a normal life.” 

Service Evaluations 
 When asked which services would be most helped, services that helped access 
physiotherapy were rated as the most helpful. Specifically, physiotherapy being offered at home 
or in schools. This was closely followed by receiving annual medical reviews, and having easy 
access to information via the Bobath website. The full list of services evaluated can be seen in 
the body of the report. 

Conclusion 

 It is clear that the pandemic has had a wide range of negative impacts on both children 
with Cerebral Palsy and their families. While the impact of lockdowns on education support 
seems to have dissipated with the return to in-person classes, access to medical support has yet to 
return to pre-pandemic levels. This conclusion is supported by services that promote easier 
access to physiotherapy being rated as the most helpful to children and their families.  
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Results for All Age Groups 

All (39) survey completers were over the age of 18 and a caretaker to a child with a neurological 
injury. 

Participants’ relationship to child: 

● 94.70% (n = 37) were parents. 
● 2.60% (n = 1) was a legal guardian. 
● 2.60% (n = 1) was a foster carer. 

Physical and Mental Health Conditions 

Type of neurological condition: 
● 38.50% (n = 15) had premature Cerebral Palsy. 
● 38.50% (n = 15) had term Cerebral Palsy. 
● 2.60% (n = 1) each of the following: 

○ Anoxic brain injury post-natal 
○ Born on heroin 
○ Confirmed HIE and awaiting CP diagnosis 
○ CP cause by genetic neurological/metabolic condition 
○ Other neurological condition 
○ PVL 
○ Recovering from a stroke 
○ Schizencephaly 
○ Traumatic brain injury 

Type of Cerebral Palsy for participants with CP: 
● 38.50% (n = 15) Bilateral Spastic 
● 20.50% (n = 8) Dyskinetic (dystonic or choreoathetoid) 
● 7.70% (n = 3) Unilateral Spastic 
● 5.10% (n = 2) Ataxic 
● 5.10% (n = 2) Mixed 
● 2.60% (n = 1) Diplegic 
● 2.60% (n = 1) Quadriplegic, spastic, dystonic and low tone. 
● 2.60% (n = 1) Spastic Quad 
● 2.60% (n = 1) Spasticity as well as dystonia 
● 2.60% (n = 1) “I am unsure of medical term; she has low muscle tone and spasms.” 
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● NOTE. Percentages are the portion of the entire participant pool, not from the subgroup 
of children with CP 

Neurological Condition Severity: 
● Mild: 20.50% (n = 28) 
● Moderate: 43.60% (n = 17) 
● Severe: 33.33% (n = 13) 

Associated health conditions are displayed in the table below, organized from most to least 
frequent: 

Health Condition Percentage Number of Participants

Communication Difficulties 51.30% 20

Gastro-oesophageal Reflux 43.60% 17

Visual Impairment 41.00% 16

Hip Subluxation or Dislocation 33.33% 13

Other Sensory Issue 33.33% 13

Excess Saliva Issues 23.10% 9

Epilepsy 23.10% 9

Scoliosis 12.80% 5

Chronic Lung Disease 10.30% 4

Gastrostomy 10.30% 4

Hearing Impairment 10.30% 4

NG Tube 5.10% 2
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NOTE. n = 39. “Misc. Other” details show one instance each of “hypotonia and hypertonia” and 
“physically affected so cannot sit or walk traditionally.” 

  

Mental and cognitive conditions are displayed in the table below, organized from most to least 
frequent: 

NOTE. n = 39. “Misc. Other” details show two instances of delays in meeting milestones and 
one “unknown as communication is difficult.” (This final case in the infant to 4 years old age 
group).  

Mobility: 

● Child is not yet old enough to be independently mobile: 7.70% (n = 3) 
● Child has no problems with their mobility: 0.00% (n = 0) 
● Child has slight problems with mobility: 2.60% (n = 1) 
● Child has moderate problems with mobility: 51.30% (n = 20) 
● Child has severe problems with mobility: 28.50% (n = 15) 

Mobility Aids: 

Misc. Other 5.10% 2

Condition Percentage Number of Participants

Learning Difficulty 30.80% 12

Behavioural Difficulties 17.90% 7

Mental Health Condition 15.40% 6

Autism Spectrum Disorder 10.30% 4

Misc. Other 7.70% 3

ADHD/ADD 2.60% 1
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● No mobility aids used: 28.90% (n = 11). 
● Assistant-propelled wheelchair: 28.90% (n = 11). 
● Self-propelled wheelchair: 28.90% (n = 11). 
● Hand-Held Mobility Device: 26.30% (n = 10). 
● Supportive mobility device: 13.20% (n = 5). 
● Electric wheelchair: 10.50% (n = 4). 
● One each (2.60%) of: “too young,” “Maclaren buggy,” “mobility scooter,” and “just a 

standing frame as only crawling.” 

Parents were asked the open-ended question, “Has the pandemic changed anything about your 
child's mobility? If so, please explain here” and 26 parents responded (66% of the total 
participant group). Full quotes can be seen in Appendix A. There were two very common themes 
mentioned in the comments, and two more less-common themes. They are listed below from 
greatest to least frequency: 

● Reduced access to medical and/or therapeutic treatment: 42.31% (n = 11). 
● Regression in mobility: 42.31% (n = 11). 
● Increased delay in reaching milestones: 23.08% (n = 6). 
● Lack of access to proper equipment: 11.54% (n = 3). 
● Improved mobility due to increased time to do focused home-physio: 7.70% (n = 2). 

Communication: 

● Parents were asked to rate their child's ability to communicate with various other people 
both verbally and non-verbally on a 5-point scale from “never” to “always” with a “N/A” 
option for children who may not be in contact with some of the groups listed. 

● Results are displayed below in separate tables for verbal and non-verbal communication, 
with groups listed from most to least able to communicate with. 

Verbal communication means and standard deviations 

Group Mean Standard Deviation

People known well 3.76 1.48

Teachers 3.55 1.46

Peers from school 3.29 1.37
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Note. n = 39 

Non-verbal communication means and standard deviations 

Note. n = 39 

A repeated measures factorial 2x5 ANOVA was conducted to investigate potential 
differences in marginal means for verbal vs nonverbal communication as well as differences 
between the level of communication with different groups. 

Mauchly’s test for sphericity was violated for both type of communication and group so 
the Greenhouse-Geiser corrects for each group are used throughout the results. 

No significant difference was found between the overall ability to communicate verbally 
and ability to communicate non-verbally F(1, 36.86) = 0.251, p = .634. A significant difference 
was found between the groups the communication was with, F(2.46, 36.86) = 18.91, p ˂ .001. 
No significant interaction was found between communication type and group communicated 
with, F(2.52) = 1.00, p = 387. 

Post-hoc simple effect contrasts found that communication with people known well (M  = 
3.31, SD = 1.91) was better than communication with any of the other groups. Communication 
with teachers (M  = 2.75, SD = 2.00) was significantly better than with other students (M  = 2.53, 

Peers outside of school 3.03 1.45

People not known well 3.00 1.56

Group Mean Standard Deviation

People known well 3.42 1.14

Teachers 2.75 1.25

Peers from school 2.53 1.31

People not known well 2.26 1.14

Peers outside of school 2.15 1.26
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SD = 2.02) or non-school peers (M  = 2.31, SD = 1.97) and marginally better than with people 
not well known to the child (M  = 2.44, SD = 2.09, p = .055). Communication with other students 
was significantly better than communication with non-school peers. 

Self-Care 

● Parents were asked to rate the difficulty their child experienced with various self-care 
tasks on a scale of 1 (no difficulty) to 5 (extreme difficulty). 

● Results are displayed below, organized from areas of most difficulty to areas of least 
difficulty. 

Means and Standard Deviations for Difficulty in Daily Activities 

Note. n = 39. 

Access to Medical Professionals 

● A series of repeated measures, one-way ANOVAs were run to test for differences in 
access to medical care before, during, and after lockdown. The results for each test are 
presented in a table below, with follow-up analysis below that. 

● There was insufficient data to evaluate the access to Midwife and Paediatrician care, as 
very few participants needed such care. 

● Given that each ANOVA was significant with a very large effect size, post-hoc contrasts 
were run to determine where the differences lie. The results are in table X. 

Type of Activity Mean Standard Deviation

Getting dressed 4.24 1.10

Using hands 3.41 1.31

Staying asleep 3.32 1.55

Feeding self 3.22 1.40

Falling asleep 3.18 1.55

Being fed by adult 3.03 1.44
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Ns, Means and Standard Deviations for Health Care Access across Time 

Note. Means sharing the same superscript are not significantly different from each other. 

  

Results from Repeated Measure ANOVAs for Health Care Access across Time 

*indicate where sphericity was violated and the Greenhouse-Geisser correction was used. 

Medical 
Professional

Number of 
Cases

Pre-Lockdown Mid-Lockdown Post-Lockdown

Health Visitor 16 3.69 (1.30)ª 2.13 (1.09) 2.94 (1.18)ª

Neurologist 27 3.70 (0.99)ª 2.74 (1.10) 3.30 (0.78)ª

Speech and 
Language 
Therapist

20 3.25 (1.19)ª 2.00 (0.92) 2.70 (0.92)ª

Occupational 
Therapist

29 3.41 (1.35)ª 2.38 (1.27) 3.21 (1.15)ª

Physiotherapist 32 4.13 (1.16) 2.38 (1.21) 3.41 (1.19)

Medical Professional Degrees of 
Freedom

F-statistic P-value Partial η2

Health Visitor 2, 30 11.08 < .001 .43

Neurologist* 1.41, 36.65 16.36 < .001 .39

Speech and Language 
Therapist*

1.43, 27.20 11.06 .001 .37

Occupational 
Therapist*

1.63, 45.62 13.79 < .001 .33

Physiotherapist* 1.60, 49.67 39.90 < .001 .56
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Bonferroni post-hoc analyses were conducted to investigate differences across time points for 
access to various health care systems. By and large, access deteriorated during lockdowns. The 
picture is less clear for recovery. While not statistically significant, the same pattern is observed 
across all areas where the rating for access currently is lower than the score before lockdowns.  

Increased access does not mean all problems have been resolved, the analysis of open ended 
questions shows issues such as missed milestones, which cannot be retroactively achieved 
through later access.  

For health visitors, access during lockdowns was significantly worse than both before the 
lockdowns (p = .003) and currently (p = .022).  Access before the lockdowns was not 
significantly better than current access (p = .123). 

For neurologists, access during lockdowns was significantly worse than both before the 
lockdowns (p < .001) and currently (p = .002). Access before the lockdowns was not 
significantly better than current access (p = .134). 

For speech and language therapists, access during lockdowns was significantly worse than both 
before the lockdowns (p = .002) and currently (p < .001). Access before the lockdowns was not 
significantly better than current access (p = .232) but the data pattern followed the same trend as 
the other areas. 

For occupational therapists, access during lockdowns was significantly worse than both before 
the lockdowns (p = .001) and currently (p < .001). Access before the lockdowns was not 
significantly better than current access (p = .935). 

For physiotherapists, access during lockdowns was significantly worse than both before the 
lockdowns (p < .001) and currently (p < .001). Access before the lockdowns was significantly 
better than current access (p = .001). 

16 participants shared in an open-ended question about other issues with access. Most commonly 
reported issues were extensive delays in accessing therapies, making appointments, and 
receiving specific tests/treatments. Full quotes can be seen in Appendix B. 

Notable quotes are: 
● Diagnosis being done over the phone led to misdiagnosis and this led to “permanent 

scarring of the eyes.” 
● “Existing problems [are] just being left to get worse.” 

Medical Reviews 
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When asked if their child received timely medical reviews, participants reported: 
● Unsure/Do not know: 2.60% (n = 1). 
● Never offered a review: 17.90% (n = 7). 
● Offered reviews, but not often enough: 41.00% (n = 16). 
● Offered timely reviews: 38.50% (n = 15). 

When asked how well the doctor understood their condition at reviews participants reported: 
● Did not understand at all 3.23% (n =  1). 
● Understood a little 9.68% (n = 3). 
● Understood moderately well 25.81% (n = 8). 
● Understood very well 22.58% (n = 7). 
● Understood extremely well 29.03% (n = 9). 
● There was an other option that 9.68%  participant used, the reported: 

● “Inaccurate diagnosis.” 
● “We’re still in early stages but I felt the doctor was unsure as she is excelling in 

some areas but really struggling in others.” 
● “No one knows anything about this condition in the UK and no one seems 

particularly bothered about learning.” 

Parents who reported were given an open-ended space to explain why they believe they have not 
been offered any reviews. Details were provided by 7 participants. Answers were very 
heterogeneous so are summarized individually below (full quotes can be seen in Appendix D):  
● One did not know why their child was not offered reviews. 
● One reported they believe they have been “dropped out of the system” and have not had a 

consultation in three years. They had a phone call appointment in which “he” 
(unspecified who ‘he’ is) agreed an appointment was needed but one was still not 
scheduled.  

● One reported that their child is 15 years old and had an appointment but the CP 
specialists did not understand her child’s form of CP and recommended inappropriate 
treatment for the child. The child’s orthopedic specialist then wrote that the treatment was 
ill-advised, and no follow up appointments have occurred since that time. 

● One reported that their child is now 20 so they believe reviews are no longer applicable. 
● One person reported there are no review appointments available.  
● One reported that they believe the issue is that there is no one to collate all the child's 

information together. 
● One reported that an MRI was done Dec 2019, but diagnosis was delayed due to 

Covid-19, so have only ‘officially’ had Cerebral Palsy for under a year. 
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Parents who reported were given an open-ended space to explain why they believe they have not 
received timely reviews. Details were provided by 11 participants (full quotes can be seen in 
Appendix C): 
● 36.36% (n = 4) listed pandemic related restrictions as the cause of infrequent reviews.  
● 63.63% (n = 7) reported it largely being due to staffing shortages/overbooked physicians, 

especially neurologists.  
● Notable quotes of note for infrequent reviews:  

● After their appointment was cancelled twice, it took six months to get an 
appointment. After the six months wait, “we had a 10 minute appointment. He 
[the neurologist] couldn’t wait to get us out of there and wasn’t interested in what 
I had to say. I came from there extremely upset considering how long we had 
waited to be seen.” 

● “The service provision for my child prior to Covid was poor and now it feels as if 
it is being used as an excuse for poor service. The team doesn’t seem to 
understand the condition as a whole. [It is] not just a unilateral weakness there are 
sensory and cognitive elements.” 

Daily Life Change due to Covid-19 Pandemic 

People were asked how much their child’s daily life had changed due to Covid-19 and people 
reported that their daily life changed: 
● Changed not at all: 7.70% (n = 3). 
● Changed a little: 0.00% (n = 0). 
● Changed moderately: 17.90% (n = 7). 
● Changed a lot: 43.60% (n = 17). 
● Changed an extreme amount: 30.80% (n = 12). 

People were asked how their child difficult it has been for their child to adapt to these changes 
and reported: 
● Not at all difficult: 15.40% (n = 6). 
● A little difficult: 17.90% (n = 7). 
● Moderately difficult: 43.60% (n = 17). 
● Very difficult: 12.80% (n = 5). 
● Extremely difficult: 10.30% (n = 4). 

Covid-19 Infection: 
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● When asked if their child had ever been diagnosed with Covid-19, 10.30% (n = 4) said 
yes. Of these children who tested positive for the virus, three recovered at home without 
any interventions needed and one recovered at home with outpatient care.  

● One parent provided additional details and reported that the child was six months old 
when she contracted the virus and no other members of the household contracted it from 
her. Full quote can be seen in Appendix E. 

Birth Order of Target Child and Siblings 

● When asked if the child with Cerebral Palsy was a first-born child, 46.20% (n = 18) said 
yes, 38.50% (n = 15) said no and 15.40% (n = 6) did not answer. 

● When asked if the child with Cerebral Palsy had siblings, 59.00% (n = 23) said yes, 
25.60% (n = 10) said no and 15.40% (n = 6) did not answer. 

Sibling Impact 

Participants were asked to evaluate the impact the child with Cerebral Palsy had on one 
of their siblings on a 5-point scale from “very poor” (1) to “very good” (5). If the child had 
multiple siblings, the participants were asked to report the impact on the sibling most close in 
age. An exploratory series of one-sample t-tests were conducted to see if the parents had rated 
the children as significantly above or below average. The siblings ability to be compassionate 
and relationship with their sibling with Cerebral Palsy were both rated as above average, an 
encouraging finding. Unfortunately, the siblings' connections to peers outside the home, their 
self-esteem, levels of daily stress, confidence, family holiday opportunities, and one-on-one time 
with parents were all considered to be worse than average. All other traits were regarded as 
average. Full results are reported in the table below. 

Means and Standard Deviations of Impact on Siblings 

Sibling Trait/Impact Mean Standard Deviation

Relationship with Sibling with CP 3.96+ 1.01

Compassion 3.88+ 0.65

Maturity 3.63 1.06

Educational Opportunities 3.38 1.06
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Note. N = 25. 
Note. + is for means significantly above the midpoint, - is for means significantly below the 
midpoint. Means without a superscript are not statistically significant from average. 

Additional Sibling Details 

 Participants were given an opportunity to share anything about the impact Covid-19 or 
having a sibling with Cerebral Palsy had on their children without Cerebral Palsy. There were a 
dozen responses and they were largely heterogeneous. One theme did emerge of not being able 
to spend as much time as desired with their non-disabled child, which was mentioned in 41.67% 
of responses (n = 5). General isolation was another theme and was mentioned in 33.33% 
responses (n = 4). All quotes can be seen in Appendix N. 

Appreciation of Own Health 3.33 0.92

Impact of Caring Responsibilities 3.29 1.12

Connection to Peers 3.04- 0.91

Self-Esteem 2.92- 1.02

Daily Stress 2.88- 0.99

Confidence 2.88- 0.95

Family Holiday Opportunities 2.87- 1.26

One-on-One time with Parent 2.42- 1.25
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Infant to 4 Years Old 

Questions for infant to 4 years old age group (n = 16) 

Age at Diagnosis 

Parents were asked at which age their child had been 
diagnosed with Cerebral Palsy and reported the data 
visible in the pie chart below.  
● Slices that are too small to display a 

percentage represent one child each at 6.30% 
of the total each.  

● The chart represents 16 children. 

Time from Diagnosis to Treatment: 

Participants were asked how long it was from 
diagnosis to the start of treatments.  

They reported: 
● Treatments started before a formal diagnosis: 31.25% (n = 5). 
● Immediately after diagnosis: 6.25% (n = 1). 
● One month after diagnosis: 12.35% (n = 2). 
● Two months after diagnosis: 6.25% (n = 1). 
● Three months after diagnosis: 12.35% (n = 2). 
● Four months after diagnosis: 6.25% (n = 1). 
● Fourteen months after diagnosis: 6.25% (n = 1). 

Adverse Medical Incident and Legal Filings 

When asked if their child’s Cerebral Palsy was due to an adverse medical incident, 25% 
(n = 4) said yes, 37.50% (n = 6) said no and 37.50% said that they did not know (n = 6). 

 Participants who reported “yes” or “I don’t know” (n = 10) were then asked a follow up 
question to see if they had pursued legal action. 30.00% (n = 3) said they had filed and had 
pending cases, 20.00% (n = 2) said they had not yet filed but intended to in the future, and 
40.00% (n = 4) said that they did not intend to file. One remaining participant did not leave a 
clear answer. No participants reported concluded legal filings, either successful or unsuccessful.  
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 Participants who reported “yes” to filing legal action (n = 3) were then asked follow up 
questions about their case worker. Two of the three did have a case worker assigned to their case. 
Of those two, both reported they did not know their caseworker well (2) on a scale from not 
knowing them at all (1) to knowing them very well (5). When asked if Covid-19 had any impact 
on their legal cases, one participant noted that Covid-19 had delayed filing times for their legal 
action, one said it had no impact, and the third did not comment. 

Discomfort 

When asked, “In general, which of the following describes your child's feelings of discomfort?” 
on a scale of 1 “no discomfort” (1) to “extreme discomfort” (5), participants rated it an average 
of 3.11 (SD = 1.05), so slightly below the midpoint of “moderate discomfort” on the scale. 
Frequencies are reported as: 
● Extreme discomfort: 11.11% (n = 1) 
● A lot of discomfort: 22.22% (n = 2) 
● Moderate discomfort: 33.33% (n = 3) 
● A little discomfort: 33.33% (n = 3) 
● No discomfort: 0.00% (n = 0) 

When asked, “Overall, how would you rate your child's ability to cope with their discomfort?” 
on a scale of “very poor” (1) to “very good” (5), participants rated an average of 2.78 (SD = 
0.83), so between “poor” and “neither good nor poor” on the scale. Frequencies are reported as: 
● Very good: 10.00% (n = 1) 
● Good: 20.00% (n = 2) 
● Neither good nor poor: 30.00% (n = 3) 
● Poor: 40.00% (n = 4) 
● Very Poor: (n = 0) 

 When asked how much the children needed treatment to deal with their discomfort in 
their daily lives on a 5-point scale from “not at all” to “extremely,” participants rated 
physiotherapy, on average, at 3.80 (SD = 1.03) and pain medication, on average, at 2.80 (SD = 
1.23). A paired-sample t test was conducted to see if there was any differences between the 
average ratings between physiotherapy and medication. Results were significant, t(9) = -2.54, p = 
.032, such that physiotherapy was rated significantly higher than medication.  

 Participants were then asked how their child’s discomfort impacted daily activities on a 5 
point scale from “not at all” to “extreme.” Results are seen in the table below, organized from 
most impacted to least impacted. 
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Means and Standard Deviations for Impact of Discomfort on Daily Activities 

Differential Treatment 

 When asked if they or their baby was ever treated differently due to their neurological 
condition, 43.75% (n = 7)  said yes, 18.75% (n = 3) said maybe, and the remaining 37.50% (n = 
6) did not answer the question. 

 When asked what type of treatment they faced, all 10 of those who had reported “yes” or 
“maybe” shared at least one type of differential treatment. Details are in the table below, which is 
organized from most to least frequently reported type of treatment.  

Types of Differential Treatment Reported for 0-4 Year Olds and their Parents 

Area of Impact Mean Standard Deviation

Self-Care 4.29 1.25

School 4.29 0.76

Housework 4.00 1.41

Sleep 3.70 1.25

Play 3.67 1.23

Family Activities 3.67 1.12

Type of Treatment Proportion Reported

Were Nervous/Uncomfortable Around Us 70%

Avoided 70%

Helped 30%

Respected 20%

Ignored 20%

Patronized 20%
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Note. N = 10. 

 Open-ended questions were asked if parents wanted to add anything about the 
discrimination they faced or if they knew why they had been treated differently. For additional 
information, one parent said, “I wish more people were aware of what cerebral palsy is and how 
vastly different the condition is” and “At his age [between 2 and 4 years old] disability friendly 
activities are so limited it can be hard to join in play groups etc. I have to help him join in so I 
have trouble meeting other parents.” Full quotes can be seen in Appendix F and Appendix G. 

 For explanations of why they had been treated differently, participants mentioned people 
incorrectly assuming their child had limited cognitive capabilities, finding it inconvenient to 
make accommodations, or being unsure of what should be done. 

Results for the 5-12 year age group (n = 15) 

EHCP: General 

All parents or legal guardians of children aged between 5-12 years (n = 15) reported on if their 
child had an education, health, and care plan (EHCP).  
● Children with an EHCP: 80.00% (n = 12) 
● Children without an EHCP: 20.00% (n = 3) (Figure 1a) 

All parents or legal guardians of the children with EHCP plans were asked if it was reviewed 
annually. 
● Reviewed annually: 83.30% (n = 10) 
● Not reviewed annually: 8.30% (n = 1) 
● Might be reviewed annually: 8.30% (n = 1) (Figure 1b) 

○ Parents who said they did not or might not have received an annual review of 
their child’s EHCP were given an open-ended place to explain why they think that 

Overly Protective 10%

Verbally Attacked 0%

Spoken Ill About 0%

Physically Attacked 0%

Other 0%
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may be. Both participants responded. One declared that their child had been 
refused a review due to COVID-19. The other declared similar difficulty in 
obtaining EHCP due to schools being closed. Full quotes can be seen in Appendix 
H. 

These participants were also asked how much the EHCP understood the needs of their child on a 
5-point scale from “not at all” (1) to “extremely” (5). 
● Understood an extreme amount: 33.30% (n = 4) 
● Understood a lot: 50.00% (n = 6) 
● Understood a moderate amount: 8.30 % (n = 1) 
● Understood a little: 0.00% (n = 0) 
● Understood not at all: 0.00% (n = 0) 

These participants were also asked how much the EHCP effectively met the needs of their child 
on a 5-point scale from “not at all” (1) to “extremely” (5). 
● Met need to an extreme amount: 25.00% (n = 3) 
● Met needs a lot: 33.30% (n = 4) 
● Met needs a moderate amount: 33.30% (n = 4)  
● Met needs a little: 0.00% (n = 0) 
● Did not meet needs at all: 0.00% (n = 0) 
● Did not respond to question: 8.30 %  (n = 1) (Figure 1d) 

Figure 1 

Answers concerning EHCP Questions 

● Note: “ND” is for non-disclosure for participants who skipped the question. 
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EHCP: Across Time 

After providing the general information above, participants were asked to rate their 
child's EHCP across time in regards to how well it was implemented and how effective it was in 
meeting their child’s needs on a 5-point scale from “not at all” (1) to “extremely well” (5). 

When comparing using repeated-measures ANOVA the parents' assessment of EHCP 
implementation before (M = 3.69, SD = 0.85), during (M = 2.69, SD = 1.11), and after (M = 3.54, 
SD = 0.66) the pandemic (where 1 is extremely poor and 5 is extremely well), Mauchly's test 
indicated that the assumption of sphericity was not violated χ2(2) = 1.49, p = 0.475. The 
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between-means comparison showed that the EHCP implementation was affected significantly by 
the pandemic F(2) = 8.65, p = 0.001, η2 = 0.42. Furthermore, the results of the Bonferroni test 
showed that the EHCP implementation score was significantly lower during the pandemic than 
the pre-pandemic score (p = .018). The score is not significantly lower between pre-pandemic 
and post-pandemic (p = 1.00). This suggests that during the pandemic, EHCP implementation 
underperformed, but has recovered (Figure 2a).  

When comparing by repeated-measures ANOVA the parents' assessment of EHCP ability 
to meet their child's needs before (M = 3.78, SD = 0.80), during (M = 2.78, SD = 1.12), and after 
(M = 3.64, SD = 0.74) the pandemic, Mauchly's test indicated that the assumption of sphericity 
was not violated χ2(2) = 1.23, p = 0.54. The comparison within subjects evidenced that mean 
EHCP effectiveness was affected significantly by the pandemic F(2) = 11.65, p = < .0001, η2 = 
0.47. Likewise, the Bonferroni test showed that 
the EHCP score in the middle of the pandemic 
was significantly lower than the score before 
the pandemic (p = 0.006). The score is not 
significantly lower between pre-pandemic and 
post-pandemic (p = 1.00). This suggests that 
EHCP had low effectiveness during the 
pandemic but has since recovered in the present 
(Figure 2b).  

Further, around 26.70% (n = 4) parents 
also stated that managing the change of their 
children's education has been "extremely" 
difficult due to COVID-19. Another 26.70% of 
parents (n = 4) responded that the pandemic 
made this management “very” difficult, while 
40.00% (n = 6) stated that this management was 
“moderately” difficult. The remaining 6.7% 
parents (n = 1) stated that the difficulty was “a 
little” (see figure at right).  

Figure 2 

Implementation and efficacy of EPCH before the pandemic, in the middle of the pandemic, and 
now. 
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● Panel A shows the comparison of EHCP implementation before the pandemic, in the 
middle of the pandemic and now, while panel B shows the effectiveness score during the 
same time-line points. Bars show means ± SD.  
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Discomfort 

The participants were asked to rate their child’s level of “pain or discomfort” on a 5-point scale 
from “no discomfort” (1) to “extreme discomfort” (5). The overall mean score was 3.13 (SD = 
0.99). Frequencies are reported as: 
● Extreme discomfort: 0.00% (n = 0) 
● A lot if discomfort: 46.70% (n = 7) 
● Moderate discomfort: 26.70% (n = 4) 
● A little discomfort: 20.00% (n = 3) 
● No discomfort:  6.70% (n = 1) (Figure 4a) 

The participants were asked to rate their child’s ability to cope with their discomfort on a 5-point 
scale from “very poor” (1) to “very good” (5). The overall mean score was 3.60 (SD = 0.83), so 
above the midpoint of “neither good nor poor”. Frequencies are reported as: 
● Very good: 13.13% (n = 2) 
● Good: 40.00% (n = 6) 
● Neither good nor poor: 40.00% (n = 6) 
● Poor: 6.70 % (n = 1)  
● Very poor: 0.00% (n = 0) (Figure 4b) 

A comparison of pain scores means (1 to 5, where 1 is “not at all” and 5 is “extremely”) 
between different child activities such as play (M = 3.00; SD = 1.17), familiar activity (M = 2.92; 
SD = 1.00), sleep (M = 3.36; SD = 1.60), self-care (M = 3.23; SD = 1.69), school (M = 2.88; SD 
= 1.12), and housework (M = 2.80; SD = 1.30) by the one-way ANOVA evidenced that there is 
no significant difference (F(5) = 0.50, p = 0.93, η2 = 0.02). This suggests that children had 
“moderate” pain during all of these activities (Figure 4c).  

A paired T student compared the parent's statements about the needs of medication (M = 
3.00; SD = 1.65) and physiotherapy (M = 3.87; SD = 1.06) for pain and discomfort management 
of their child. This revealed a significant difference between need of medication and 
physiotherapy t(14) = -2.83, p = 0.013, indicating that children often show a need for more 
therapy than medication to cope with pain and discomfort.  
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Figure 4 
Answers to questions concerning  the child’s pain and discomfort. 

   

Panel A shows the percentage of parents whose child had a lot of discomfort (red), those 
parents whose child had moderate discomfort (green), those whose child had a little discomfort 
(blue), and parents who did not speak up (orange). Panel B shows the percentage of parents 
whose child coped with pain very well (orange), those whose child coped with pain well (blue), 
those parents whose child coped with pain neither well nor poorly (red), and those whose child 
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coped with pain poorly (green). Panel C shows the comparison of the child’s pain and discomfort 
between different activities. Bars show means ± SD.   

Quality of Life 

When evaluating the child’s quality of life considering their participation and physical 
health (M = 53.27; SD = 32.65), feelings about functioning (M = 47.98; SD = 33.05), emotional 
well-being and self-esteem (M = 69.93; SD = 25.50), pain and impact of disability (M = 55.36; 
SD = 29.71), and access to services (M = 54.88; SD = 19.54), the one-way ANOVA evidenced 
significant difference between these areas F(4) = 5.54, p < .001, η2 = 0.08. Post-hoc Bonferroni 
tests revealed that emotional well-being was significantly higher than participation and physical 
health (p < .001) and feelings about functioning (p = 0.004). This shows that emotional 
wellbeing seems to be less of a concern than other areas (See figure below). 
● AS is access to services. 
● EW is emotional wellbeing. 
● FF is feelings about functioning. 
● PD is pain and impact of disability. 
● PPH is participation and physical health. 
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Differential Treatment 

When these parents were asked about how people treated their child because of their 
cerebral palsy”, around 93.30% (n = 14) said that people treated their child differently because of 
their condition. The remaining 6.70% (n = 1) said that their child was treated like any other child 
(Figure 6). Parents were given the open-ended question to elaborate on how their children were 
treated differently. Most parents said their children were verbally attacked, ignored, and insulted 
by those who felt nervous about their child's condition. Full quotes can be seen in Appendix I 
and Appendix J. 

The table below shows the types of differential treatment that the children received, most of 
which was discriminatory with a sizable minority also reporting that their child was helped. 

Types of Differential Treatment Reported for Children 5-12 

Type of Treatment Proportion Reported

Avoided 60.00%

Ignored 53.33%

Were Nervous/Uncomfortable Around Child 53.33%

Helped 46.67%

Patronized 26.67%

Overly Protective 26.67%

Respected 26.67%

Verbally Attacked 13.33%

Spoken Ill About 13.33%

Other 6.67%
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Note. N = 15. 

Results for the 13-25 year age group 

There were 8 children in the over-12 age group, 6 of which were between 13 and 17 and 2 of 
which were between 18 and 25. Due to the lower number overall, the ages were grouped for this 
analysis. 

Education 

The participants were asked to rate “how their child had been supported during the transition to 
secondary school” on a 5-point scale from “not at all” (1) to “extremely.” Response were: 
● Extremely supported: 12.5% (n = 1) 
● Supported a lot: 12.50% of them (n = 1) 
● Moderately supported: 0.00% (n = 0) 
● A little supported: 12.5% (n = 1)  
● No support:  12.5% (n = 1) 
● Does not apply to my child: 50.00% (n = 4) (Figure 1a) 

The participants were asked to rate the extent to which “COVID-19 affected their children's 
education” on a 5-point scale from “extremely” (1) to “not at all.” Response were: 
● Extremely impacted: 62.50% (n = 5) 
● Impacted a lot: 25% (n = 2) 
● Moderately impacted: 0.00% (n = 0) 
● A little impacted: 0.00% (n = 0) 
● Not impacted: 0.00% (n = 0) 
● Does not apply to my child: 0.00% (n = 0) 
● No answer to question: 12.50% (n = 1) (Figure 1b).  

The participants were asked to rate “how accommodating has your child's school/college been of 
their needs?” on a 5-point scale from “extremely” (1) to “not at all.” Response were: 
● Extremely accommodating: 0.00% (n = 0) 
● Very accommodating: 37.50% (n = 3) 
● Moderately accommodating: 25.00% (n = 2) 
● A little accommodating:12.50% (n = 1) 
● Not accommodating:  12.50% (n = 1) 

Physically Attacked 6.67%
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● Does not apply to my child: 0.00% (n = 0) 
● No answer to question:12.50% (n = 1) (Figure 1c) 
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Figure 1 

Difficult to manage the changes in the child's education (age between 13 and 25 years) due to 
Covid-19. 
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Employment 

When parents were asked about “the employment of their children”, 87.50% of them (n = 
7) answered that their child did not have a job due to their age and/or physical condition. Around 
12.50% (n = 1) stated that their child did not have a job, but that the child wanted one (Figure 2).  

Direct Question to Children about Covid Impact 

Finally, parents also shared their children's views on the impact of the pandemic on them, 
stating that their child lacked contact with others, as well as sport and physical activities, which 
led to increased anxiety in their children. Full quotes can be seen in Appendix K. 

Discomfort 

When parents were asked about “the child's pain and discomfort,” 12.50% (n = 1) said 
that the child’s discomfort was “extreme”, another 12.50 % (n = 1) said that their child faced “a 
lot” of discomfort, another 12.50 % (n = 1) said that the discomfort was “moderate,” while 62.50 
% (n = 5) said that their child had only “a little discomfort” (M = 3.25, SD = 0.88) (Figure 2a). 
Additionally, when these parents were asked about their child's ability to cope with the 
discomfort they faced, about 37.50% (n = 2) said that their children coped with complaints 
“well”, while 62.50% (n = 6) answered that their child’s ability to cope is “neither good nor bad” 
(M 3.63, SD = 0.52) (Figure 2b).   

A subsequent comparison of pain scores during different child activities such as play (M 
= 3.25, SD = 1.04), familiar activity (M = 2.88, SD = 1.36), sleep (M = 2.75, SD = 1.39), self-
care (M = 3.20, SD = 1.30), school (M = 3.43, SD = 1.13), and housework (M = 3.00, SD = 2.83) 
by the one-way ANOVA evidenced that there is no significant difference F(5) = 0.27, p = 0.926, 
η2 = 0.04, suggesting that children had faced “moderate” pain during all of these activities 
(Figure 2c.).  

Likewise, using a paired T, we compared parents' statements on the degree of need for 
medication (M = 3.12, SD = 0.83) and physical therapy (M = 4.00, SD = 0.76) for the 
management of their child's pain and discomfort, revealing a significant difference between need 
of medication and physiotherapy t(7) = -2.97, p = 0.021. This shows that children might have a 
higher degree of need for therapy than medication to cope with their pain and discomfort. 
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Figure 2 

Answers concerning questions about the child’s pain (age between 13 and 25) and discomfort. 
● Lines above and below bars in the bar graph show standard deviation. 
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Quality of Life 

When assessing the child's quality of life considering general well-being and participation 
(M = 52.42; SD = 25.89), communication and physical health (M = 47.73; SD = 28.77), school 



37

well-being (M = 55.77; SD = 29.13), social well-being (M = 72. 28; SD = 21.88), feelings about 
functioning (M = 40.62; SD = 31.56) and access to services (M = 40.18; SD = 21.18), one-way 
ANOVA evidenced a significant difference between these areas F(5) = 7.21, p < .0001, η2 = 
0.14. The Bonferroni test revealed that social well-being was significantly higher than other areas 
(p < 0.001), indicating that social well-being seems to be of least concern (Figure 4).  

Figure 4 
Life quality of their children. 
● AS is access to services. 
● CPH is communication and physical health. 
● FF is feelings about functioning. 
● GWP is general well-being and participation. 
● SCW is school well-being. 
● SW is social well-being. 

 

Differential Treatment 

On the other hand, when parents were asked about how people treated their child, about 
75.00 % (n = 6) said that people treated their child “differently,” while the remaining 25.00% (n 
= 2) said their children are treated like any other child (Figure 5). The type of differential 
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treatment was mostly discriminatory and is reported in the table below from greatest to smallest 
frequency. 

Types of Differential Treatment Reported for Children over 12 

Note. N = 8. 

When asked for any thoughts on why their child was treated in this way, participants 
reported that people acted this way because they had little to no experience about their child’s 
condition, were ignorant, and made presumptions regarding their ability. Full quotes can be seen 
in Appendix L and Appendix M. 

  

Type of Treatment Proportion Reported

Ignored 75.50%

Were Nervous/Uncomfortable Around Child 62.50%

Avoided 62.50%

Patronized 62.50%

Overly Protective 37.50%

Verbally Attacked 37.50%

Spoken Ill About 25.00%

Helped 25.00%

Respected 12.50%

Other 12.50%

Physically Attacked 0.00%
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Questions about Carers 

Quality of Life and Respite Care Access 

Participants were asked to rate their overall quality of life (QOL), their physical health, 
their mental health, and their access to respite care before the pandemic, during lockdowns, and 
currently on a five point scale ranging from “very good” (5) to “very poor” (1). Overall, the 
pattern of results indicate that QOL and respite access deteriorated during Covid-19 related 
lockdowns and, while they have improved somewhat, have not bounced back to pre-Covid-19 
levels. Details of all results can be seen reported below. 

Differences between the mean ratings at each time point were tested using repeated 
measures ANOVA. Bonferonni post-hoc tests were conducted to parse which time points were 
different from which other time points. 

For overall quality of life, sphericity was violated (p = .024) so Greenhouse-Geisser 
corrected results are reported (ε = .846). The repeated measure ANOVA found a significant 

impact of time point on reported quality of life, F(1.69, 64.27) = 31.51, p < .001, pη2 = .45. 

Bonferroni tests found that QOL was significantly (p < .001) lower during the lockdowns (M = 
2.54, SD = 1.02) than before the pandemic (M = 3.72, SD = 0.97) or currently (M = 3.18, SD = 
1.02). Further, Carer QOL is significantly (p = .008) lower currently than before the pandemic. 

For physical health related QOL, sphericity was violated (p < .001) so Greenhouse-
Geisser corrected results are reported (ε = .72). The repeated measure ANOVA found a 

significant impact of time point on reported quality of life, F(1.43, 54.42) = 31.51, p = .009, pη2 

= .14. Bonferroni tests found that health related QOL was significantly (p = .009) lower during 
the lockdowns (M = 3.23, SD = 1.06) than before the pandemic (M = 3.69, SD = 0.80). Health 
related QOL currently (M = 3.31, SD = 0.98) was not significantly different from health-related 
QOL before the pandemic (p = .102) or during lockdowns (p = .093) 

For mental health related QOL, sphericity was violated (p = .008) so Greenhouse-Geisser 
corrected results are reported (ε = .813). The repeated measure ANOVA found a significant 

impact of time point on reported quality of life, F(1.63, 61.81) = 26.95, p < .001, pη2 = .42. 

Bonferroni tests found that mental health QOL was significantly (p < .001) lower during the 
lockdowns (M = 2.51, SD = 1.07) than before the pandemic (M = 3.67, SD = 0.93) or currently 
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(M = 3.05, SD = 0.99). Further, mental health QOL is significantly (p = .002) lower currently 
than before the pandemic. 

For access to respite care, sphericity was violated (p = .020) so Greenhouse-Geisser 
corrected results are reported (ε = .821). The repeated measure ANOVA found a significant 

impact of time point on reported access to respite care, F(1.64, 54.20) = 13.96, p < .001, pη2 = 

.30. Bonferroni tests found that access to respite care was significantly (p < .001) lower during 
the lockdowns (M = 1.88, SD = 1.15) than before the pandemic (M = 2.85, SD = 1.31) or 
currently (M = 2.56, SD = 1.31). Current respite care access was not significantly (p = .173) 
different from respite care access before the pandemic. 

Covid-19 Impact 
Participants were asked if Covid-19 had a negative impact on a variety of aspects of their 

life. The percentages of participants who endorsed each of the items are listed below, organised 
from most to least endorsed.  

● Mental Health: 71.80% (n = 28) 
● Physical Health: 53.80% (n = 21) 
● Emotions, relationships or self-confidence: 74.40% (n = 29) 
● Physical health of my family: 43.60% (n = 17) 
● Mental health of my family: 53.80% (n = 21) 
● Ability to get my own medical appointments and care: 46.20% (n = 18) 
● Ability to get essential food and medical supplies for myself: 20.50% (n = 8) 
● Ability to exercise: 43.60% (n = 17) 
● Sense of loneliness: 56.40% (n = 22) 
● Other: one instance each of  

○ Breakdowns in relationships with friends and family 
○ Not to have support of friends and family 
○ Time for myself and my husband 
○ Unbearable stress levels. Forced to turn down work opportunities. 
○ Work life balance. 

Participants were also given space to provide details about any “personal ongoing worries or 
concerns during the Covid-19 pandemic.” Full quotes can be seen in Appendix O. 
● “Balancing work and home schooling of a teenager who needs one to one support as well 

as a younger child. Second lockdown resulted in zero compassion from work.” 
● “As a family we feel more isolated than ever before” 
● “It's never ending. The stress and worry will never go away and we are unable to live a 

normal life” 
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● “Due to my son having mild CP and the fact I am an SLT I have been told he would not 
be prioritised.” 

● “Contracting it.” 
● “I am trapped in the house with my children. I can’t take them out because my child with 

CP has difficulties moving, and she refluxes all the time. My younger child is a runner 
and I can’t chase him because I am so out of shape. Everything is ten times harder than it 
should be.” 
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Service Evaluations 

 Participants were asked to evaluate a range of services in terms of helpfulness. They were 
given a five point scale from “extremely helpful” (5) to “not at all helpful” (1). The average 
ratings are given below, from most to least helpful. 

 Participants were also given an open-ended space to share any additional thoughts, and 
two participants did. One suggested having peer support and role models for teenagers with 
Cerebral Palsy to motivate them. The other suggested a specialist nurse who can offer a holistic 
approach to Cerebral Palsy. Full quotes can be seen in Appendix P. 

Means and Standard Deviations of Helpfulness of each Service 

Type of Service Mean Standard Deviation

In-School Therapy 4.17 1.04

In-Home Therapy 4.07 1.09

Annual Medical Reviews 4.07 0.92

Information on Website 3.97 0.97

Counselling 3.83 1.14

Online Therapy 3.74 1.21

Informational Webinars 3.71 1.08

Facebook Group 3.69 1.23

Employment Support 3.46 1.40

Online Meetings for over 12s 3.45 1.33

Legal Advice Seminars 3.37 1.36

Monthly Newsletter 3.33 1.18
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Online Meetings for under 12s 3.32 1.30
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Demographics 

Age of the child: 
● Infant to 4 years old: 41.00% (n = 16) 
● 5-12 years old: 38.50% (n = 15) 
● 13-17 years old: 15.40% (n = 6) 
● 18-25 years old: 5.10% (n = 2) 

Child gender:  
● Female: 35.90% (n = 14) 
● Male: 59.00% (n = 23) 
● Undisclosed: 5.10% (n = 2) 

Age of the caregiver: 
● 18-30: 17.90% (n = 7) 
● 31-40: 33.30% (n = 13) 
● 41-50: 28.20% (n = 11) 
● 51-60: 15.40% (n = 6) 
● 61-70: 5.10% (n = 2) 

Caregiver gender:  
● Female: 94.90% (n = 37) 
● Male: 5.10% (n = 2) 

Marital Status: 
● Married/Cohabiting: 97.40% (n = 38) 
● Single: 2.60% (n = 1) 

Region of the United Kingdom 
● East Midlands: 5.10% (n = 2) 
● East of England: 5.10% (n = 2) 
● Greater London: 7.70% (n = 3) 
● North East: 10.30% (n = 4) 
● North West: 15.40% (n = 6) 
● Northern Ireland: 2.60% (n = 1) 
● Other: 20.50% (n = 8) 
● South East: 10.30% (n = 4) 
● South West: 2.60% (n = 1) 
● Wales: 7.70% (n = 3) 
● West Midland: 7.70% (n = 3) 
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● Yorkshire & the Humber: 5.10% (n = 2) 

Special Categories for Carer: 
● Over 65 years old: 2.60% (n = 1) 
● Currently pregnant: 2.60% (n = 1) 
● Partner is pregnant: 2.60% (n = 1) 
● Parent/caregiver to child under 5: 43.60% (n = 17) 
● Parent/caregiver to child between 5 and 17: 48.70% (n = 19) 
● Parent/caregiver to another adult (including adult children): 12.80% (n = 5) 
● Has long-term condition and self-cares: 0.00% (n = 0) 
● Has long term condition with carers: 2.60% (n = 1) 

Previous Contact with Bobath Centre 
● No previous interaction: 82.10% (n = 32) 
● Attended centre for therapy: 12.90% (n = 5) 
● Attended virtual session: 2.60% (n = 1) 
● Has been to Bobath Cardiff: 2.60% (n = 1) 
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Appendix A 

Quotes from open-ended research. 

Question: 

“Has the pandemic changed anything about your child's mobility? If so, please explain here.” 

Responses:  

“We lost three months of full EI and have had minimal in person therapies since. That makes it 
very difficult to teach her how to move. It is also difficult to get her help with her chair, we’ve 
been trying to get her a gait trainer all year but she didn’t even get to try one at school until April 
(now almost August).” 

“She is still young but we have found her physio appointments have been very few and far 
between. We feel she could have done with a lot more support before now and this may have 
given her better chances of meeting milestones etc.” 

“Yes, due to reduced access to physio, hydrotherapy and Botox treatment she is much stiffer than 
prior to the pandemic. Her right leg rotates severely now and she is back up on her toes, unable 
to lower her heels.” 

“Mobility has improved due to intensive home physio because we had more time in the day to do 
physio exercises throughout the day, as well as being better able to focus on individual skills and 
needs.” 

“Made it difficult to access gym, swimming etc which slowed all progress for a while and she 
started to tire much easier and stiffen up. Tremors got worse as muscle tone decreased” 

“Yes. Lack of physio services has impacted my child's mobility. Also lack of equipment being 
provided due to NHS not having any patient contact.” 

“Yes lots of regression, is now limited to only being able to stand no more than 2 minutes 
without support. This was not an issue pre-pandemic.” 

“With no physio input from the NHS this had a massive impact at the beginning of the pandemic. 
We were fortunate to get Botox in May 2021.” 

“Delays in his Botox therapy and also castings which have resulted in him being in pain and 
falling over a lot more.” 
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“Access to physio and other therapies became a battle and severely impacted my sons progress in 
meeting milestones” 

“Yes he finds it hard to sit in his wheelchair due to worsening scoliosis that can't be operated on 
due to Covid” 

“Slowed down his chances of progressing physically as physio was every 6 weeks. Nowhere 
near enough” 

“We have had more time to do more physio at home & he has the time at home to gain more 
confidence.” 

“After major multi level surgery input from services was poor, so not recovered as should have” 

“He out grew his wheel chair and it was nearly a year before he the correct size” 

“Unable to attend swimming, therapy and soft play to help develop.” 

“Possibly. Lack of in-person therapy may have delayed progress.” 

“Has not progressed due to lack of interventions.” 

“Muscles have become tighter, more on tip toes” 

“His ability to take a few steps has decreased” 

“Yes now got crouch gait and has slowed down” 

“Yes, because we can't see her doctor,,,” 

“Ye has regressed with walking frame” 

“Less physically able to self propel” 

“Yes due to having to shield” 

“Waiting more for equipment” 
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Appendix B 

Question: 

“If there is any other type of medical care that your child needs that the pandemic has impacted, 
please tell us about it below.” 

Responses:  

“Seeing GP has been made exceptionally difficult. Diagnoses are being done over the phone 
based on blurry photos - misdiagnosis. Has led to permanent scarring of the eyes… Generally 
therapy input in Surrey was poor before the pandemic , non existitent during lockdown and has 
just come back , but now stopped again due to summer hols. Sensory issues are not being 
addressed; therapists don’t know the child and their issues and limitations at all again leading to 
existing Robles just being left to get worse.” 

“Orthopedics, pre lock downs was easy to access, during lock downs was done remotely with me 
measuring her feet for new boots. Physio had suggested she might require a splint, but that 
wasn't investigated until in person appointments returned, so that only happened last month. 
Since lock downs eased we've had no issues with accessing.” 

“Was met to get an MRI for diagnosis in March 2020 didnt happen till November 2020 so held 
up proper physio and orthotics treatment.” 

“Early years SEN/portage was hugely affected. 7 month wait just to be appointed a support 
worker” 

“Genetics tests - have been waiting for an appointment for 8 months due to ‘Covid’ restrictions” 

“Respiratory, gastro took most of the year to get appointment. Still can't see a dentist.” 

“Splint appointments & fitting of new splints” 

“Struggled to get new orthotics when needed.” 

“Awaiting a MRI for an additional 18 months” 

“Long waits for equipment and aids” 

“Access to therapy pool very poor” 

“Othalmology and audiology.” 

“All therapy services” 
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“Orthopaedics” 

“Eeg lab” 
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Appendix C 

Questions: 

“If your child has not been offered reviews as often as they should, do you know why? Please 
share your thoughts below.” 

Responses: 

“Lack of face to face clinics. Our neuro paediatrician is also a community paediatrician and is 
having to juggle two clinics on very little clinic availability. We did our first review December 
2020 via video, then after 2 cancelled appointments he met him for the first time in June. We had 
a 10 minute appointment he couldn't wait to get us out of there and wasn't interested in what I 
had to say. I came from there extremely upset considering we had waited a long time to be seen.” 

“The service provision for my child prior to Covid was poor and now it feels as if it is being used 
as an excuse for poor service. The team doesn't seem to understand the condition as whole not 
just a unilateral weakness there are sensory and cognitive elements.” 

“We moved to London from Somerset about 6 months ago and getting a referral in most areas is 
incredibly slow.” 

“Not enough neurologists for the population / they are overbooked.” 

“Wasn't offered face to face during pandemic some video ones.” 

“Very short staffed. Huge waiting list just for appointments” 

“Cancelled due to covid, backlogs of appointments” 

“Appointments limited due to capacity” 

“Because of the Lock down,,” 

“COVID” 

“Covid” 
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Appendix D 

Questions: 

“Do you know why you child has never been offered a review of their condition? Please share 
your thoughts below.” 

Responses: 

“My child is 15, had one appointment with a CP specialist who did not specialise in the type of 
CP, low muscle tone but wanted to give Botox. The orthopaedic specialist wrote to advise this 
was not suitable for my child & we received no follow up appointment.” 

“I am assuming it’s due to COVID but seemed to have just dropped out of the system. Haven’t 
seen his consultant for 3 years now. Chased an appointment. Had a phone call where he agreed 
he needed to be seen. Still no appointment.” 

“The mri only happened December 2019, and the diagnosis appointment was delayed by covid, 
so she's only been officially diagnosed with cp less than a year.” 

“No generic person who collates all info together.” 

“My ‘child’ is now 20 so n/a now” 

“No appointments available” 
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Appendix E 

Questions: 

“If there is anything else you would like to share about your child's experience of contracting 
Covid-19, please do so here. Otherwise, please continue to the next question.” 

Responses: 

“She was 6 months old at the time and no other member of the household contracted it.” 
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Appendix F 

(Age Younger than 4 Group) 

Questions: 

“Why do you think people treated you or your child differently in the way that they did? (e.g. 
assumptions about their mental capacity, concerns they may be contagious, afraid of causing 
offense, ect.)” 

Responses: 

“Afraid to show sad emotions or say the wrong thing. Assuming because of lack of mobility and 
communication that he isn’t able to be involved” 

“My son doesn't immediately look like he has CP so people just don't understand his 
behaviours.” 

“Assuming no mental capacity due to physical barriers” 

“Because he looks and acts differently” 

“Usure how to accommodate us” 

“Concern for her well being” 

“Not knowing how to react” 

“Too inconvenient” 
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Appendix G 

(Age Younger than 4 Group) 

Questions: 

“If there is anything else you would like to share about you or your child's experience(s) with 
being treated differently, please do so here.” 

Responses: 

“At his age disability friendly activites are so limited it can be hard to join in play groups etc. I 
have to help him join in so I have trouble meeting other parents.” 

“I wish more people were aware of what cerebral palsy is and how vastly different the condition 
is” 
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Appendix H 

(Age 5-12 Group) 

Questions: 

“Do you know why your child's EHCP has not been reviewed annually? Please share your 
thoughts below.” 

Responses: 

“My child has just been refused the ehcp she has cerebral palsy and pvl but there saying cause of 
covid they won't issue 1 so im now waiting for a tribunal” 

“Schools were closed so it didn’t happen. Then we did have a meeting but didn’t ever see a new 
document or the amendments to sign off.” 

“I don't know” 

“No” 
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Appendix I 

(Age 5-12 Group) 

Questions: 

“Why do you think people treated your child differently in the way that they did? (e.g. 
assumptions about their mental capacity, concerns they may be contagious, afraid of causing 
offense, ect.)” 

Responses: 

“Afraid of causing my child to get upset if she couldn't keep up. A belief that she's significantly 
mentally impaired as physically she was very delayed compared to her classmates. Worried that 
they may have to discipline their child if they were mean to mine "I don't want to have to tell my 
son off if he's mean to your daughter because she probably wouldn't even know he was being 
mean."” 

“Fear and lack of understanding about her condition. Misconception that she has limited mental 
capacity” 

“They could not relate to him and could not understand why he ignored them at time or did not 
speak” 

“People generally just don’t know how to deal with disability and facial disfigurement” 

“She is the only 1 in her school with splints and they just presume she can't do task” 

“Afraid of causing offence, lack of understanding, just didn’t notice him” 

“Too many assumptions that they can’t do or speak for themselves” 
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“All of the above. Some ignore him, others don't include him.” 

“Concerns about upsetting them” 

“They are special” 

“Not accepting her” 

Appendix J 

(Age 5-12 Group) 

Questions: 

“If there is anything else you would like to share about your child's experience(s) with being 
treated differently, please do so here.” 

Responses: 

“No” 

“We're very fortunate that my child doesn't realise she's being treated differently the majority of 
the time. We lie and say that sometimes people don't want to play with her because they want to 
play with someone else and that's all. She's aware that a classmate is mean to her, but not why, 
calling her a baby and saying she's not a 'real' year 1. Luckily he's mean to everyone so she 
knows to not play with him unless he's being nice and to not listen.” 

“There have been.positive, but i remembered a lady made a comment he must get alot of 
attention cause he is in a small wheelchair, and by attention she was sarcastic and thought it was 
a spoof to get benefits” 

““Friends” rarely invite him to things” 
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Appendix K 

(Age 13-25 Group) 

Questions: 

“In your child's opinion, what aspect of the Covid-19 pandemic has impacted them the most?” 

Responses: 

“No football matches or playing powerchair football, this is my child’s life, school did not 
provide support for learning I felt under pressure to complete work this shows how much support 
is needed for my child to learn - my child needs 1:1 support.” 

“There fitness and speed of learning and motivation to get back to fitness” 

“Not leaving the house has increased anxiety” 

“Lack of exercise/sport activities” 

“Lack of contact with others” 

“Playing sport.” 
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Appendix L 

(Age Over 12 Group) 

Questions: 

“Why do you think people treated your child differently in the way that they did? (e.g. 
assumptions about their mental capacity, concerns they may be contagious, afraid of causing 
offense, ect.)” 

Responses: 

“Think they just have no experience and are ignorant of his condition and makes presumptions of 
his ability.” 

“Mental capacity as they think that someone in a wheelchair can't talk and have a voice !” 

“They so not understand or like to feel powerful” 

“They don’t understand” 

“Lack of education” 

“Bulling” 
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Appendix M 

(Age Over 12 Group) 

Questions: 

“If there is anything else you would like to share about your child's experience(s) with being 
treated differently, please do so here.” 

Responses: 

“It is increasing self conscious so will not try or participate in things such as sport in public 
places.” 

“Bullying” 
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Appendix N 

Question: 

“If there is anything else you'd like to share about how Covid or having a sibling with CP/
another neurological condition has impacted your other children, please do so here.” 

Responses:  

“We have lived like separated parents with no time to spend together with our non disabled child. 
It’s too late now as they are in employment, we were never offered any support as a family or 
asked how this impacted them.” 

“Makes them very understanding but also maybe don't speak out about their needs.” 

“Both siblings have autism and LD.” 
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“His sister is 8.5 months old, he loves her to bits and is very caring towards her. We’ve not been 
able to attend any baby groups until recently.” 

“The biggest impact is their isolation from their peers and his sense of responsibility (7yrs old)” 

“I do not feel I give her enough of my attention.” 

“The typically developing sibling was 10 weeks old when lockdown started and we went into 
shielding. He’s missed out on baby classes and socialising, soft play etc.” 

“I have 3 children. My youngest is under physio and review for CP. My 9 year old has ASD and 
ADHD and my 10 year old is NT. The impact it has had on my 10 year old is difficult. He is 
already a young carer for his brother, with the additional needs of his sister it's even harder for 
him. My ASD/ADHD child finds it hard to understand his sister's needs, having his own 
difficulties understanding and regulating emotions anyway. But he is amazing at entertaining and 
distracting her from her discomfort.” 

“Sibling is only a few weeks old so this isn’t relevant yet.” 

“It has altered his life so much and is very unfair.” 

“I have had to go off sick from work to do therapy that the NHS has refused to provide. This  
caused me great stress and depression. I also had a house to run. This left me with no quality 
time with my other son.” 

“Lots of jealousy seeing her little brother go to appointments with Mummy.” 

“More difficult to get one on one time as we have less ability to get additional caregivers.” 

Appendix O 

Questions: 

“If you would like to, please share details of your personal ongoing worries or concerns during 
the Covid-19 pandemic here.” 

Responses: 

“I am trapped in the house with my children. I can’t take them out because my child with CP has 
difficulties moving, and she reflux’s all the time. My younger child is a runner and I can’t chase 
him because I am so out of shape. Everything is ten times harder than it should be.” 
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“Balancing work and home schooling of teenage who needs one to one support as well as 
younger child second lockdown resulted in zero compassion from work” 

“Due to my son having mild CP and the fact I am an SLT I have been told he would not be 
prioritised.” 

“It's never ending. The stress and worry will never go away and we are unable to live a normal 
life” 

“As a family we feel more isolated than ever before” 

“Contracting it.” 

“Yes I would.” 

Appendix P 

Questions: 

“Are there any other services that you would like to suggest that you feel would be helpful?” 

Responses: 

“A specialist cp nurse that can understand and offer an holistic approach.” 

“Peer support so role models for teenagers to motivate”
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