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Background
❖ Parents and carers of children with disabilities are twice as likely than other parents to provide 

care for more than 100 hours per week (‘Caring More than Most’, Contact, 2019). 

❖ This group of parents and carers are more likely to have a low income, feel they have a poor 

quality of life with restricted social and life choices and have problems with their own health 

(‘Caring More than Most’, Contact, 2019).

❖ Tower Hamlets had the fastest growing population of any Local Authority in the country between 

2001 and 2011 with a 29% increase in the number of households during this time (Census data, 

2011).  

❖ The census found that approximately 1 in every 25 CYP under the age of 20 years has a 

disability.  The population of CYP in Tower Hamlets in 2017 was estimated to be around 75,500. 

It is therefore estimated that there are more than 3,000 CYP with a disability living in Tower 

Hamlets (Borough Profile 2018). 
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Outcomes identified at final workshop
By 2020 we would like to…
1. Have an established parent steering / volunteering group.

2. Have an updated Barts Children’s Hospital website with relevant information including clear information and a directory 
of services such as medical, therapeutic, emotional and social support available as well as contact and referral details.  

3. Have a clear standard operating procedure around contact with services i.e. ‘duty’ person, response times, contacting 
methods i.e. emails, team mobile phones 

4. Have an improved appointment system where:

❑ It is clear what the reason for appointment is (i.e. what is purpose of ‘routine’ appointment) and that there is clear 
reason for taking child out of school / education to attend the appointment.

❑ There is a way of keeping in touch between appointments (i.e. skype, email, phone, “hot clinics”), especially to 
answer the questions that come up after appointments.

❑ Clinic letters across services have a standard template for the plan, including:

▪ When next appointment will be

▪ Why / what for 

▪ Does child have to be present

▪ Can it be done virtually / how else can aim of appointment be achieved

5. Implement a ‘what matters to me’ passport that is owned by parents / carers and used across all of children’s services 
to share information.

6. Have a dedicated lead professional for every family.
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