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Supplementary Material to “The Challenges of Living with and Caring for 

a Child or Children Affected by Neuronal Ceroid Lipofuscinosis Type 2 

Disease: In-Depth Family Surveys in the United Kingdom and Germany” 

 

Supplementary Results 

 

Education of a child with CLN2 disease 

All the affected children were, or had been, in school, except for one child from Germany. Most 

caregivers reported that their children attended (94% of current caregivers) or had attended (100% of 

bereaved caregivers) special needs schools. One current caregiver reported that their child attended a 

mainstream school. Most of these children received one-to-one support throughout the day. The 

caregivers were generally positive about special needs schools because activities were flexible, varied, 

and customized for their child. However, many caregivers had experienced considerable difficulties and 

frustrations in getting access to special needs schools.  

 

Nutrition and feeding 

The difficulty of feeding children with CLN2 disease was reported in both the UK and Germany 

(Table 7), with those in the rapidly progressive and late stage of the disease requiring gastrostomy tube-

dependent feeding. UK participants reported that they received very limited training regarding the use 

of the gastrostomy tube and German participants reported some initial reluctance in feeding their 

children in this way as they perceived it as potentially prolonging their child’s suffering. Spending time 

together as a family at mealtimes was not possible for most UK participants. However, three German 

families reported placing a high importance on spending mealtimes together, and one explained that 

they “consciously attach importance to [...] being together, to feed her, to give her the medication, to 

talk to [the child with CLN2 disease]” (C14).  
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Life satisfaction 

Compared to parents with a child of the same age, caregivers of a child with CLN2 disease 

(both UK and German combined) reported significantly lower life satisfaction (-0.898; Table 7). The 

mean score was 3.64 for participants from the UK and 4.27 for participants from Germany, with least 

satisfaction reported by those caring for a child in the late stage of the disease (Table 6). Negative 

impacts were mainly related to having little time left to be oneself or to do anything other than caring.  

 

Family and social relationships 

Carers indicated that caring for a child with CLN2 disease impacted other family relationships, 

but there were no clear differences in these impacts between country or by disease stage (Table 7). 

Caregivers generally felt that they had less time or that it was more difficult to do things together as a 

family. One caregiver described the “constant worry [and] fighting for things” (C20) as “like someone’s 

thrown a bomb on the family”. Another reflected on how caring for a child with CLN2 disease “takes 

freedom away from you” (UK1.1) and meant that their family “can’t really go out and do things” (C29). 

In Germany, the impact of the disease upon unaffected siblings was often mentioned. In one 

case, an unaffected sibling was diagnosed with depersonalisation-derealisation syndrome in response to 

their sibling’s illness. A number of siblings were described as being extremely quiet, closed-off, and 

uncommunicative. Many caregivers mentioned emotional difficulties because they felt they did not have 

the time and energy to dedicate quality time to the unaffected sibling. 

Caring for a child with CLN2 disease also impacted relationships outside the family. Caregivers 

reported changes to their social life, with difficulites forming or keeping friendships (Table 7). Several 

caregivers described having no time for a social life as they were normally preoccupied with caring for 

their affected child. 

 

Support given to the child with CLN2 disease 

When caregivers were each asked to rate the support given to their child(ren) by each type of 

professional group, nurses were rated highly, with 69% of caregivers being  ‘very satisfied’ with the 

level of care they provided to their child. More than half of the participants also rated that they were 
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‘very satisfied’ with their pediatric consultant (59%), teachers (52%, mostly in the UK), and school 

support staff (52%, mostly in the UK). While other groups were also rated as ‘very satisfied’, this was 

by less than half the sample: and included physiotherapists (48%), neurologists (41%), charities (41%), 

occupational therapists (38%), respite care (38%) and palliative care (31%), and patient advocate groups 

(28%). Most caregivers were only ‘satisfied’ with psychologists and counselors (24%), and ‘neutral’ 

about social services (28%) and other healthcare professional groups (29%). Notably, across all these 

categories, 3-48% scored ‘not applicable’, indicating that no care had been provided. 

 

 

 


