
case study one

‘A’ is a 15 year old young man with muscular dystrophy. He is from a family of Bangladeshi origin

and lives in an inner city London borough. His household is his grandparent’s home and his 

grandmother is his primary carer. ‘A’ has 10 aunties and uncles and the home is always a very

busy place. 

‘A’ lives in a room at the front of the house in a standard double bed and does not have access to

the rest of the house in his electric chair. ‘A’ spends his home life sat on his bed in his room as

there is no room for his wheelchair to move. Grandma sleeps in his room each night as he has no

night care. ‘A’ attends school and enjoys the freedom of being at school. ‘A’ accesses Richard

House several times a year for respite. It is also an opportunity to have a much needed bath. 

Grandma does not speak English or understand well and aunties and uncles manage liaison with

professionals. 

‘A’s' scoliosis is becoming a severe issue he refuses chest brace and splints. A gastrostomy has

been suggested and he is very anxious about this but is losing weight. The hospital has made it

clear he needs more weight gain before considering spinal surgery. ’A’ currently does not have

ventilation or cardiomyopathy. 

At the hospice ‘A’ loves the bath but his family constantly interrupt his bath time and dignity is hard

to maintain, family have been told to leave the room by staff but they re-enter. ‘A’ also requests

male carers for the stay to help him with toileting and personal care. 
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case study two

‘B’ is a 19-year-old young man with an acquired brain injury from being hit by a car at 70mph on a

dual carriageway at age 15.

‘B’ returned from rehabilitation when he was 17 and began accessing the children's hospice. 

Initially all was well but over the next year changes in his family’s interactions over time became

erratic and it became obvious there were problems at home. On several occasions it became 

impossible to contact ‘B's’ mum and eventually safeguarding began, after a number of incidents.  

‘B’ also was self-harming himself putting fingers in his gastrosotmy stoma trying to throw himself

out of bed and hitting his head against his bed sides. It was felt ‘B’ did this out of frustration. Whilst

staying at the hospice on an emergency stay ‘B’ communicated he wanted to move out of home

and live away from his family with new carers. A mental capacity assessment was completed and

‘B’ was deemed competent and was moved to a residential care home near his home. ‘B’ wished

to be near college. The care home is predominantly older people with dementia and severe 

learning disabilities and therefore ‘B’ is quite isolated there. 

‘B’ has spastic quadriplegia, and is non verbal he communicates via closed questions using 

pointing at hands. He is able to understand English and is capable of complex discussions if asked

the right questions, however this leads to the risk of subjective questioning so requires a skilled

communicator to ensure needs are assessed correctly.

‘B’ accesses the Young Adult Group at the hospice and enjoys this provision, loves being at 

college and really wants to create friendships and really would like a girlfriend. ‘B’ has made it

clear he misses his family but needs to live away from them.      

living for today, creating positive memories for tomorrow

A Marie-Curie Cancer Care programme designed and managed by PublicServiceWorks, funded by

the Department of Health www.mariecurie.org.uk/youngpeople



case study three

Young Person ‘C’ is a 24-year-old man of English Indian origin. ‘C’ has a neuro-muscular 

degenerative condition. 

In December ‘C’ had a significant degeneration of his swallow and this resulted in a serious 

aspiration and a significant respiratory illness. ‘C’ is wheelchair dependent, has severe weakness

in all four limbs, cognitively able and verbal. ‘C’ works two-days a week as a fundraiser in a charity. 

‘C’ had attempted to manage his condition at home with antibiotics prescribed by his doctor and on

seeing his palliative care nurse said he felt he needed to go somewhere to be cared for but did not

want to go to the hospital. A hospice referral was made and ‘C’ was an inpatient at an adult 

hospice for five weeks. This was the first time ‘C’ had used an adult hospice service. ‘C’ has an 

advanced care plan which states he does not wish to have an enteral feeding device (ideally a

gastrostomy) and wishes to continue to eat and drink orally with specialist guidelines. ‘C’ has had

a gastrostomy before at age 16 and did not enjoy the experience. He has a lot of anxiety around

the device.  

‘C’ is preparing for discharge from the hospice and wishes to go home. ‘C’ now requires more 

support and care at home as he currently has night care which is ideal for nights and has 7.5

hours per week during the day. ‘C’ now requires chest assessments and percussion daily at 

different times, nebulisers, support with making appropriate food to minimise aspiration, and 

support with most day to day activities. ‘C’ believes his mum and step father are no longer able to

cope with his needs as primary carers. ‘C’ wishes to return to work but requires appropriate 

support with his working tasks to do so effectively.     
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case study four

Young person ‘D’ is a 20-year-old man of Pakistani origin and has lived in Britain all his life. ‘D’ has

a long history of Leukaemia with multiple treatments and types of treatment and several years ago

developed a brain tumour. 

On first assessment with ‘D’ the family reported on leaving children’s services at 17 / 18 a loss of

several services including care twice a week for activities for ‘D’, a loss of social work provision

through children’s cancer services and loss of several charity inputs around children’s cancer care.

‘D’ developed epilepsy around 2010 and therefore is unable to work as a plumber and electrician

(as trained) and cannot leave the home on his own. ‘D’ has been isolated in the family home with

his mother being his primary carer and father when not at work caring for him also. ‘D’ comments

that he has not been able to live his life for the last two years and also it has done the same to his

mother. 

‘D’ is beginning to lose some skills at this stage and has a poor prognosis. The neurosurgical team

and oncology team are now minimising their treatments as they feel there is no more that can be

done in a curative sense but will look at palliative measures. 

During ‘D’s’ assessment he made his wishes clear he wanted to be able to:

• Access the community a couple of times a week.

• Be able to return to college to gain more qualifications to move to a career in computing so 

he can work safely. 

• Be able to access a place where he can be cared for that is not a hospital and will support 

him and his family and give everyone a break. 

• To be able to access his own flat which he owns to stay on his own and have his own 

space. Living with his parents and sisters is difficult because he feels he takes up too much 

of their time. 

living for today, creating positive memories for tomorrow

A Marie-Curie Cancer Care programme designed and managed by PublicServiceWorks, funded by

the Department of Health www.mariecurie.org.uk/youngpeople



case study five

Young Person ‘E’ is a 22-year-old woman of Turkish origin and has lived in Britain all her life. ‘E’

has a neurodegeneratrative condition. ‘E’ is wheelchair bound and has some speech difficulties

and potential swallowing problems. ‘E’ is cognitively able and lives at her family home and has

around 20 hours of care a week. Her primary care is still provided by her parents, she also lives

with her older brother who has the same condition. ‘E’ is striving for independence and wishes to

gain employment, live independently and be independent of her parents. 

‘E’s’ parents still see the need to protect her and feel she is extremely vulnerable and unable to

care for herself this is a point of frustration for ‘E’. ‘E’ has had a boyfriend now for around a year

however he is not allowed to visit the family home and has not been accepted by her father. ‘E’ is

very much in love with her boyfriend and wishes to spend as much time with him as possible. He

has made it clear that he just wishes to spend time with her at home and to get to know the family.

He is learning Turkish to try and improve the way he can interact with the family. ‘E’ goes out with

her carers in the community and then will ask them to leave her alone to enable her to spend time

with her boyfriend. The carers respect these wishes. ‘E’ has begun accessing respite at an adult

hospice and has regular visits from her partner when she stays ‘E’ is sexually active. 

‘E’ was offered a flat by her social services department when she originally asked about 

independent living but turned it down. ‘E’ is vulnerable in the community and it is appropriate that

someone accompanies her in the community and this is at her request. In order to manage 

employment, education and independent living ‘E’ would require a high level of support which she

currently receives from her parents.
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case study six

Young Person ‘F’ is a 17-year-old woman of English origin and has lived in Britain all her life. ‘F’

has central hypoventilation syndrome and prada-willi syndrome (newly diagnosed). 

‘F’ requires ventilation overnight and has a tracheostomy. ‘F’ can suction herself but requires 

support in the community in case the tracheostomy becomes dislodged as to replace it requires

two people. ‘F’ is able to walk, speak, eat and is continent. She has some mild learning disabilities

and is morbidly obese. ‘F’ lives in her family home and lives with her mother, step-father and sister. 

‘F’s’ mother has had problems herself with weight (gastric band required), smoking (COPD diagno-

sis), drinking and depression. ‘F’s’ mum is now free of cigarettes, drinking and has lost eight stone

in weight. 

On assessment ‘F’ has made several wishes clear for her life. Firstly ‘F’ says she cannot go out

with her mates on the weekend as she has no care on the weekends during the day and therefore

cannot leave the home except with her parents which is not ideal for hanging out with one’s friends

at 17 years old. 

‘F’ admits she has begun self-harming because she feels so unhappy about not being able to be

normal and go out with her friends. ‘F’ says she would like to gain employment and have a part

time Saturday job. ‘F’ is enjoying her education and enjoys being at college as she gets to be with

her friends and wishes to get some qualifications so she can get a job. ‘F’ is very fond of the idea

of having a boyfriend and is very interested in relationships.

Due to ‘F’s’ needs she has a large care package covering weekdays at college and night shifts for

ventilation. ‘F’ has said she has friends who would like to be trained to be competent to care for

her so she can go out with them. ‘F’ reports her friends don’t invite her out anymore as they know

she can’t go. ‘F’ has said several times she does not wish to go to the hospice or the young adult

group available to her as she does not feel she is disabled and wishes to mix with her peer group. 
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