




The care and support provided by all NHS staff 
including:-

hospital staff 

ventilation team support workers

 respiratory team/physiotherapists

 iCare

Robin House and Sense



Support from hospital staff and 
physiotherapists when I am unwell and need to be 

in hospital



Respiratory team /physiotherapists in the hospital

 They know me really well 

 They know what treatment I need to get me well 

 They treat me like an adult

 They always listen  

 They don’t mind when I phone for advice 



Ventilation Team 

Having support overnight 

allows my mum and dad to 

get a sleep at night . This 

makes all the difference to 

them and me and helps us as 

a family



 My School nurse Pam has been very 
supportive of me. She has been very helpful 
in her role as my pathway coordinator . Pam 
helped and supported me when my brother 
Haris and my granddad passed away . She 
also supported and helped my family when 
my dad got unwell.



I have been going to Robin house for the 

last 14 years .Going there gives us respite 

as a family and we get to spend time 

together.                                                   

It’s like a holiday with round the clock care.

Robin 
House 

Childrens 
Hospice 



 They even let me do work experience with the 
maintenance team! 

Robin 
House 

Childrens 
Hospice 



iCare 

I Care staff look after me to 

give mum and dad respite this 

allows them to go shopping 

visit family and friends or just 

relax. They still provide respite 

even when I am in hospital 



 Out and about with iCare 

 Going to the cinema

 Going shopping 

 Going to the park 

 Doing art and craft

iCare 



 Sense has become a big part of my life 

over the last few years and I have built up 

really good relationships with the staff . 

They really help me in times of need like 

when my dad was in hospital  

Respite care 



Being well and staying well 



 Socialising and hanging out with friends



Looking good I like my 
fashion and holidays 



I love making lots of 
money



 Being in my electric chair so I can get 
about independently .

 Over the years my condition has changed 
and Westmarc have really helped me stay 
as independent as possible by altering 
my control panel on my chair to suit my 
needs



 This is really important to me as I don’t like to be 
stuck and having to rely on someone pushing me.                                                       
I like to do as many thing as possible for myself 



I like to buy and 
sell cars



 To be listened to 

 I want to be involved in all decision regarding my 
ongoing care

 I want to make choices around my care, taking into 
account that I am now an adult

 I want to be as independent as much as I can

 I want to carry on accessing all the activities that I enjoy



 My condition Muscular Dystrophy this challenges 

my mobility and restricts my movement 

 Changes in my muscles has made it harder to 

move my wheel chair use my phone and tablet

 I am prone to chest infections so  frequent need 

to be admitted to hospital for antibiotics 



 Not being able to drive my own car which means I 
have to rely on other people to take me places 

 Unable to wash and dress and take an active part in 
how I want to look 

 The need for ventilation every night, how the mask 
feels on my face and how it can affect my skin



A part of my Physio sessions there is my 

cough assist, ventilator,Nebuliser and suction which 
can take up a lot of time  



Most of my life other people have 

made decisions for me . I find this 

difficult as I have a very determined 

personality 



Help services work together. I think if all 
agencies worked together and shared 
information with each other it would make 
better more continuous care for everyone 



 I am happy with the care I receive  but I 
would like to be assisted with eating and 
drinking. This is very important to me.

 I have been told I am at risk of 
aspirating but I feel it should be my 
choice to continue to eat and drink but 
unfortunately no one is allowed to feed 
me 



Advocate for key workers to coordinate my care 

https://www.google.co.uk/url?sa=i&url=https://www.ridgeview.com/services/child-and-youth-services/tn-health-link-care-coordination-cy&psig=AOvVaw29JRdRj29URWT5t2a9ntrb&ust=1582123897915000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCIj33_ms2-cCFQAAAAAdAAAAABAK


 I have had a good transition so far and everyone 

seems to be working together with my best interests 

as the main goal  

My social work team have started the process early 

by introducing adult services  

 I feel reassured that the level of care I have now will 

continue when I am fully in adults 



 I was able to visit the Prince and Princess 

of Wales Hospice which has great facilities 

including art which I love .



 PIP, carers allowance social work funding

 Access to a mobility scheme.

 Additional funding from charities  

 Robin house continuing to help me access 

concert tickets and events .



I’m very grateful for all the support I 

have received and the opportunities 

I’ve had meeting people and 

experiencing many things that many 

people only dream of. Social work 

have always taken into account the 

health needs of my family and 

provided support for us all.






