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Father & 
Husband
• Andrea (50) & Christian (53)

• Marie and Anna (20, CLN3)

• Pauline (12)

• Leo (10, CLN3)

• Felix (14)
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Chairman NCL 
Group Germany

• founded in 1989

• approx. 400 members

• 40% parents with living NCL 

children (mostly CLN 2 and 3)

• 60% bereaved parents
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"How are 
you?" – 

"I'm good*."
* But what I mean by 'good' is probably not the same

as what you mean.



Progressive
Life-Limiting Disease

Challenge #1



NCL: Up and Down
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typical disease progression in CLN3

loss of vision
dementia
changes in personality
language decline
epilepsy
cardiac problems
need for care

death



Implications of NCL Progression
Lack of Diagnosis1

1

Decline of Capabilities3

3 dementia

 

language decline

  

need for care

 

!
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My child will die.2

2

death



Accessible
Living Space

Challenge #2



Right Kind of Housing – Hard to Achieve
• There is a shortage of accessible housing.

• Renovation costs are high, and financial 
assistance is limited. 

• Early diagnosis is essential for making 
informed housing decisions.

Having the right kind of 
housing makes a huge 

difference in daily care!



Multi-Talented
out of necessity, not choice

Challenge #3



Jack of all Trades

medical expertise in
• NCL
• epilepsy treatment
• psychiatric-related 

behavioral issues

caretaking expertise in
• assistive devices of all 

kinds
• daily living skills for people 

with visual impairments
• personal hygiene support
• repositioning and pressure 

sore prevention
• airway suctioning
• tube feeding / enteral 

nutrition

administration/ legal 
expertise in
• negotiating with health 

insurance providers, 
local authorities, and 
government agencies

• special needs trusts
• legal guardianship 

procedures

Each family is left to 
figure these things 
out on their own.

A truly holistic 
coordinator simply 

doesn't exist.

educational 
expertise
• choosing the right 

school
• early diagnosis



Ambitious Workload
Challenge #4



NCL = Multiple Challenges
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NCL children
• coping with grief (over the 

loss of the child & over the 
gradual decline in abilities)

• coping with pronounced
self-focus

• coping with aggressive 
behavior and anxiety

• coping with dementia
• physically demanding care
• inappropriate roles as 

parents (e. g. organizing peer-
group, organizing being in 
love) 

healthy siblings
• keeping their needs in mind 

and addressing them fairly
• dealing with the phenomenon 

of being "well-known 
everywhere"

• supporting/accompanying 
their coping with NCL

special focus on these two!



NCL = Multiple Challenges
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Relationship
• very limited time as a couple
• co-experiencing disability
• shared interests beyond 

common responsibilities
• dealing with different coping 

styles

me, myself
• recognize your own needs
• give them time and space
• adjust your professional 

perspective
• nurture your hobbies
• accept your own limitations
• recharge your batteries!

Friends
• limited time
• asymmetry due to travelling 

effort with NCL children

All in all: too little time, 
too many demands and 

desires.



Resilience &
Endurance

Challenge #5



Help & Energy 
Sources are 

Crucial!
NCL is a marathon.

Quote of a bereaved mother: “After the 
death of your child, most of your own 
lifetime is already behind you.”

Don’t overextend yourself –  
choose your efforts wisely.
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Help & Energy 
Sources are 

Crucial!
NCL is like the Tour de France:
long, full of climbs, sudden sprints — 
and coasting moments.

You have to think in stages and keep the 
whole race in mind at the same time.

You need a strong
supporting team.
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Strong Supporting Team

medical 
center @ 

UKE

nearby 
medical 
support

psychologist
speech 

and 
language 
therapist

physiotherapist

home care 
service

medical supply store
pharmacy

children’s hospice
family rehabilitation

school

health insurance
government agencies

family

friendslocal support
(neighbors)

NCL group
Germanypastoral caregiver



Nightbirde, 2021

Thank you.
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