“I grew out of the service but not the support”- A report into the needs of Young Adult Carers”
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INTRODUCTION

Background

The Selby and York Carers Centre have operated a Young Carers Service since 1995. During this time many young carers have passed through the transition period from childhood into adulthood. Some no longer, or leave behind caring responsibilities. Others continue in the caring role whilst juggling work or higher education in addition to coping with moving into adulthood. We refer to this group as young adult carers.

It gradually became apparent that many young people were reluctant to engage with the generic carers service after moving out of the Young Carers Service. Yet they were often continuing to seek support and information from the person who ran the young carers service at the time they were involved. This was despite the fact that many of them had been directed and advised that the generic service would be available for help, advice and support.  Whilst younger carers were dealing with the normal issues and concerns shared by many young people they were also experiencing further difficulties, anxieties and concerns arising from their caring role. They still appeared to be disengaged from many of the mainstream services that were available to them, as well as feeling different to their peers. 

Chris Dearden & Saul Becker’s research ‘Growing up Caring- Vulnerability and Transition to Adulthood – Young Carers Experiences’, published in 2000, highlighted and underlined the experience recognised by the York and Selby Carers Centre. 

As the number of young adult carers grew, funding was obtained, from the City of York Council to undertake some investigative research. The Carers Centre sought to determine why young adult carers choice not to access the generic service. We further examined the need for, value and nature of a service (if any), which may be required by this group of carers.

At the same time we began to offer limited personal and social support to 13 young people in the York area, aged between 18 – 25, of whom we were already aware. Additionally we were aware there were a number of ‘rising’ 18 year olds currently receiving support from the York Young Carers Service who may require ongoing support.

Consultation

We initially attempted to establish whether work was being undertaken nationally by other Carers Centres. It became evident that whilst some were facing similar issues to us very few offered a distinct service. No specific research had been undertaken within Carers Centres.  

We consulted a small group of 18-25 year old carer’s to ascertain their views about the research proposal and group support.  We also sought to include their opinions in any base line questionnaires that were devised. The young adult carers supported the research proposal and felt that one to one interviews with younger adult carers would be valuable. They also felt that obtaining views of parents or significant adults would be useful. They felt that this should only be pursued with the prior knowledge and agreement of the young adult carer. 

The Carers Centre also contacted professional workers who were likely to have contact with this group of carers. We wished to explore their opinions on the issues faced by young adult carers and the need for a specific service to support this group.

A base line questionnaire was devised as a working tool for the interviews and for discussion. It was customised for each particular respondent group.

Whilst this full report was being compiled, a brief overview of our initial findings and conclusions was presented at the Princess Royal Trust Young Carer Workers Conference in September 2002.

INTERVIEWS WITH YOUNG ADULT CARERS

1.
a) Are you looking after or helping to look after anyone? 

80% 
of respondents were looking after someone or helping to look after someone

b) Were you looking after anyone?

20%
were no longer carers, the person they were caring for had died

2. Who is/was it that you look(ed) after?

Mother 




60%



Sister
 




20%



Brother




60%
(some were looking after more than one person)

3. What are/were their problems/illness/disability?

Cancer
 



10%


Physical disability 



70%


Learning disability
 


20%  


Mental health problem


20%  


Autism
 



20% 


Sensory disability
  


20%
4.  What kind of support/care did you give?


Practical (for example laundry, shopping)



70%

Personal Care 







70%


Emotional 








60%  

Supervision 








40%
Medication 








30% 


Advocacy 








20%



General 








20%
5. a)  Do/Did you or the person you helped to look after, receive any                 

          help or services from anyone?

Yes  

90% 




No   

10%

One respondent said – “But not at first”        

b) If yes what was it?

Specific help from the Young Carers Service



70%
Social workers







40%
Child Care Services (for disabled children)



40%
Respite services
 






50%
Domestic cleaning







30%
Day centre








10%
Community Psychiatric Nurse





20%
Aids and equipment






10%
Care Line (Mental Health Service)




10%
          Personal support







10%
6.
What agency/organisation provided the help?

Young Carers Service






50% 

Social services







40% 



Radio - young carers service advert on local radio


10%


Voluntary organisation [several named, mainly providing

30%

Short term breaks for disabled children]

“The Carers Centre Manager had to ‘kick up’ to get respite 

7.
Was /is this the support/help that you want(ed)?

Yes 

10%

No 

10%





Some was 
20%



Unsure
60%

All the respondents who had received services from the Young Carers Service were satisfied. 

“The home carer didn’t come till 8, the school bus came at 25 past, I got up at 6 to help get my sister dressed. It’s better now.” [currently access Direct Payments]

“I had to keep asking.”

“Social worker not much help, more a hindrance in that she would arrange to come and then not turn up and I would have taken time off work to be there. Out of say 10 appointments she would not turn up to 8 of them and was late by ¾ of an hour.”

8.
What help/support would you like or would you have liked?

More from school



 




20%


Something for me 








10%


Young Carers Service







10%

More continuity from Young Carers Service




10%  


More respite 








10%

Everyday help 








10%

For people to be helpful







10%

“To have not needed any help.”
9.
What has been/is the best part of caring?

“Inner strength.”


“Not being selfish.”



“Confidence.”

“I’ve developed as a person.”
“Not prejudiced.” [against disabled people]

“Enabled mum and me to be close.”


“Caring for her.”


“Not scared of disability.”

“Knowing I helped my mum.”

“Challenging the textbook views on schizophrenia at my university!”

“Having the young carer worker there to talk to and be able to go to the group.”

“Meeting other young carers.”

“Can’t think of anything.”
10.
What has been/is the worst part of caring?

“Not enough friends or social life.”


“Schoolwork suffered”



“Seeing my mum go downhill.”



“Not enough sleep.”



“Loosing freedom.”

“Constant anxiety.”

“Having all that responsibility at an early age.”


“I was upset by the confusion and memory of the loss of my mum.”

 “It was so hard to leave to go to university and harder to move away. I needed encouragement, but the Young Carer Worker did that.”

“I was able to help [the care workers that came in] but I did not and then worried that they thought, “Why isn’t she doing anything?”

“Caring at that age I shouldn’t have had to wipe her bottom or force tablets down her throat. Knowing that it was terminal, knowing what the end was going to be. It felt like ‘doing all this for nothing!’ – no that’s not right – but knowing what I was doing wasn’t going to make things better.”

11.
Do you work? 

Yes  

60%




Full time
20%
Part time
40%



12. Are you in further education? 

          


Yes

70%

Full time
60%




Part time
10%
13.
What type of course?

Degree
 
50%




Home Study
 
10%



Child care course
10%

“I nearly didn’t go, [to university] it was only with her [the Centre manager’s] encouragement I went.”

14.
Why are you not working or going to college?

“Depressed.”



“Too tired- not lack of aspiration.”

“I am having a gap year.”

        

“I nearly went on a course I didn’t really want to do”.

15.
Would you like the opportunity to study/go into further training? 

   
Hoping to 
50%

16.
Do you feel that looking after someone has held you back at all?

Yes 

50%



No

30%



Not Sure
20%
“I took a year out – my caring role was a factor”

“In some ways yes, in others no”

“Not in educational terms”

“I feel I have to earn money”

“It’s hard and an emotional strain”

“I have just started to drink and go clubbing” [25 year old]

17.
Do you feel that looking after someone has benefited you at all?

Yes 



50%



Not sure 


40%



Not really 


10%

Some cited the following as a benefit:

More understanding 




Maturity 




Patience


Confidence

Career direction

“Absolutely, I learnt so much. I have a deeper insight and understanding at work due to my experiences. Recently I was on a ward when a mum of 35 was terminally ill, she said I would not understand, I sat with her for two hours and told her how I could. This also made me realise that first year students should not go on a cancer ward, oncology or haematology.”
 
18.
Were you a member of any young carers group before reaching   18?

Yes  
90%

“I think the Young Carers Service is a great idea; to do normal things to have a break – I wish I had had it.”

19.
What happened when you reached 18?

“My mum died and I was no longer a young carer but I went to university.”

“My mum died when I was 15 and I was no longer a young carer but I continued to go to the group but took a back seat.”

“Told I was part of adult services.”

“The parental role reversed when my [disabled] sister went to college, mum would contact me for advice.”

“The transition for me came at 20/21 as I helped out with Young Carers after I was 18 and then went to university as planned.”

“Already dropped off young carer groups.”

“Young carer worker told me about moving on to the 18+ group.”

“Not in young carers, so no change for me.”

“I grew out of the group but not the support.”
20.
What would you like to have happened?

“I wish it could have stayed the same.”

“If I was still a carer I would like to be kept in contact and would prefer an older group.”

“I would like to be part of an 18+ group.” 

“Continuity.”

“To have continued contact with the workers and other young people.”

“To have kept in touch.”

“I grew away from the group so I am not sure.”

“I came to work for young carers and feel that I lost the support.”

“Not to care.”

“Mum to get better.”

21.
Were you told about the [generic] Carers Centre?

Yes 

60%




No

20%



Not sure
20%

“I knew there was one but I didn’t want to be part of it.”

22.
Have you ever used the [generic] Carers Centre?

No
  
60%




Yes
  
30%



Nil response 10%
Everyone who had subsequently accessed the Carers Centre had done so by contacting the Young Carer worker first.

23.
Respondents who had not accessed the Carers Centre were asked why they hadn’t done so or would not do so.

Not connected with older issues


20%
Needs are different 



20%
Age barrier 





20%

Not sure





20%

Other:

One respondent had had issues but had discussed them with their parents.

My stuff was sorted out at 16
(parent who had been cared for by the young person had died.

“I didn’t know what was available.”
24.
Have you used or accessed other agencies, organisations or networks
 since becoming 18? 

Yes
  
 30%



No
 
 60%



Nil response
 10%


If yes, which ones?

Careers


20%



Genetic counselling
10%



Social Services

10%

Job Centre


10%

Did they meet your expectations?

Careers – 

½ of people using careers found it helpful

Social Services
no  

“They were not helpful, they make assumptions.”

Job centre –

no


“I was not listened to.”  [re young carer role]

Genetics – 

not sure

25.
Would you like a person to be on hand to help with advice and information about getting back into education or for other help and support?

Yes 

70%
No

10%



Not sure 
20%



“For things like ICA, phone charges and caring at a distance.”

“I did get the carers centre to do a reference for me, so for things like that and other support.”

“Give me permission to say no.”

“It would be nice to know there was a person I could contact….so I don’t just ring up and speak to a stranger that does not know me or my circumstances. I would feel happy if they knew what they were on about, knowing my family situation and so on. So I think it is important that a “professional” relationship is kept going, contacting every once in a while to see what is going on in my life.”

”I am aware that my younger brother is likely to die in the next few years and it could be nice to speak to somebody around that time as my parents will be dealing with their own grief. I wouldn’t want to start and have to explain everything, it would be nice for them to know.”
26.
Would you like any training or information about the condition of the person you are helping to look after?

No 60% 

“Sorted it out.”






“Get sick of it.”






“Working in the area.”

Yes 40%

“Would have helped.”

“I would have done if I had not done the course I am doing now

27.
Would you like any help accessing training or help with personal development issues such as assertiveness, anger management, stress etc.

Yes 

60%

No

20%

Not sure
20%



“Not sure – but I can see how others would.”

“Stress – how to cope with social services from the point of view of being a carer.”

“I would like to access yoga but I think its older people who go to your courses.”

“Stress and assertiveness concerns at home give me extra pressure.”

28.
Would you like opportunities to meet others the same age and in a similar position to yourself? 

Yes 
90%
“If I was still caring it would be excellent, but I have started a new life, my own life, deliberately away from York.”

“It would be nice to meet others and you don’t have to talk about your caring role but they would understand if you did decide to talk about it.”

How often?

College Holidays 

20%



Monthly  


40%
Every 3 weeks 

10%

Three times per year 
10%

Not sure


20%

29.
Would you like to meet someone on a one to one basis?

Yes 

80%



No

10%


Not sure
10%
“Not now – maybe if I was still in York.” 
How often?

Monthly 

20%



Termly 

10%



Every 2 weeks 
10%

As and when 
60%
30.
Do you have any worries about your caring role or about the person you help to look after?

Yes 

90%        

No
 
10%
“Always worried.”

“Yes - my brother dying.”

“What will happen to my sister when she gets older?”


“I once caught her trying to light a cigarette with the oxygen full on through 

the mask.”

“I worry about life changing decisions at 18.”

“Trying to juggle everything and form grown up relationships.”

31. Anything else you would like to be on hand or know was there if you needed it?

“An immediate response, no voicemail, no answer phone.”

“I would have liked NHS direct or something like that – services then finished at 5 or 6 and you were on your own and that is when the trouble started.”

“Maybe useful to have someone there.”

“Someone to ring.”

“Just to know there is someone to talk to other than my parents, where you don’t have to explain everything.”

32.
Any other comments

“I think it is important to have something. At 18 you don’t want to suddenly go from being around 14 year old young carers to being around with carers who are so much older. They will be nice to you but you won’t have anything in common with them like college, music, social life and acting daft if you want. I don’t think they would really want us to be around either.

“I think the Young Carers Service is a great idea; to do normal things to have a break - I wish I had had it.”

“You don’t just get to 18 and feel – I can cope with all this and that’s it.”

“Not having to worry if the service is going to continue. It should be government funded for all carers including those of 18+. It is important to recognise that with different age groups of carers there are different needs.” 

I have in the past been part of a siblings group and did not find that very useful. The others never were open about real issues but just skirted round them. When I joined the Young Carers Group the workers there were really ‘open’.”

“I would like to go on trips with other young carers [18+].”

“I felt the hardest times were life decisions – college, leaving home. “

“It also sounds great that an over 18 group could help us older ones. We could meet up and not talk about the caring role although there is the opportunity. I think it should go from 18 – 30 as it gives more time for them to get sorted out and 30 isn’t old in this day and age, I am just starting to do what I should have done when I was a teenager. If it was to end at 25 I would miss out, and that would be twice I had missed out.”

“I remember when I was young; my dad showed me a report that the social worker had written about me looking after my mum. It said I made her eat in the kitchen and things like that. It hurt me so much as I was doing everything and I was trying my best and in one comment she took away all that. I was in a public place and I cried when I saw that.”

SUMMARY OF INTERVIEWS WITH YOUNG ADULT CARERS

Ten young people were interviewed as part of this study; four were looking after more than one person. The care they were giving covered a wide range of activities. Most were providing practical care, as well as personal care, medication, supervision, advocacy and other help.

The vast majority of respondents were receiving support services, largely from social services. The Young Carers Service was instrumental in accessing that help for half the young carers. A third received help from the voluntary sector.

All of the young people who had received help and support from the Young Carers Service stated this was the support they had wanted. One respondent who had not accessed the Young Carers Service felt she would have liked to have received it.

All but one respondent identified positive aspects of caring, whilst all identified negative feelings and outcomes resulting from their caring role.

Seven young people were in further education only one was a part time student. Many had a job in this respect they are no different to other students. Unlike most students these students are also carers, in effect two jobs, in addition to their studies – a huge pressure. The findings of our study echoed that undertaken by Chris Dearden and Saul Becker *3 . They had concerns that the lack of maintenance allowances and grants discriminates against families where young people are unable to take part time work because of caring commitments. They also pointed out that time limited university awards and tuition fees discriminates against those students who fail to complete studies because of caring commitments or death. 

Research indicates that many young carers move into care related employment this is borne out by our study as most are working or studying in this area.

Of the three respondents not working or going to college, one was having a ‘gap year’ and cited that their caring role was a factor in their decision; the other two talked of being depressed and tired. 

Half of the young carers felt that their caring role had impeded their progress and felt that caring had impacted upon their social life and education. Three felt it definitely had not held them back, two were undecided. Half of the young people interviewed also felt that they had benefited from having had to look after someone.

Experiences on reaching 18 varied, and the comment “I grew out of the group, but not the support”, reflected the majority preference for some form of continuity of support and peer support.

Whilst many were aware of the Carers Centre at 18, most did not use it directly. Those that did accessed it through the young carer worker, or by requesting direct contact with the Centre manager who had run the Young Carers Service whilst they were a member.

They felt that the generic service was geared to an older group of carers and clearly did not identify with the service. They also had problems with other agencies because they felt that their caring role was not understood or acknowledged. Their needs at this time related to personal development, stress and ways of coping with their disengagement or alienation from mainstream services. Young Carers still wanted to have the opportunity to meet with young people in the same situation as themselves. The respondent’s replies seemed to suggest that the support they required was at a relatively low level during this transition period. The young person who had not been part of the Young Carers Service commented that she would miss out yet again on much needed support. 

Life changes other than further education or employment were at the forefront of the minds of the young people who were interviewed.  Many young people were thinking about, or coping with, moving out of the family home. Their caring responsibilities impacted on decision-making for the future, for example could the property they moved to be adapted if they needed to take on the caring role again. Would they resume the caring role when returning home from university or college? The experience of caring also influenced their decisions on future partners questioning whether their partner could accept their caring role both currently and in the future.

In conclusion, it was extremely unlikely that any of this age group would make direct contact with the Carers Centre or even consider attending any of their social events or courses. Whilst they felt too grown up for the Young Carers Social events they felt too young for the ‘Adult Carers’ meetings. It appeared there was a need for a distinct social calendar for this age group. 

At times of stress, or when there were particular areas of concern. The young adults felt confident in getting in touch with the Young Carer Worker or the  Carers Centre Manager who had run the service previously, due to the firm bonds that had been established when using the Young Carers Service during their time there. These members of staff knew their history, had been a source of support over many fraught times and they felt ‘safe’ to ask for help or support. Although the young adults acknowledged it now might not be appropriate, they indicated that they would be more likely to contact a person with responsibility for younger (18-25 year old) carers if they had had an opportunity to form a similar relationship. Their preference was for contact on an ‘as and when’ basis with someone that was familiar with their individual circumstances.

The young people were also keen to maintain friendship with ex young carers many having lost touch due to leaving the service or moving away.  Opportunities to meet up periodically throughout the year appeared to be the general consensus. 

Individual and peer support were equally identified as important features, which enable young adult carers to avoid isolation.

 “You don’t just get to 18 and feel – I can cope with all this and that’s it!”

INTERVIEWS WITH PARENTS OR OTHER 

SIGNIFICANT ADULT

6 respondents participated in these interviews

Parents/family members were only interviewed after obtaining the young persons permission

1. 
Who is/was the young person offering help/care for?

Mother 
67%

Sister 

17%

Brother 
67%

Some young people were looking after more than one person

2. 
What is/was the nature of the care receivers disability or difficulty?

Learning disability


22%

Physical Disability    

67%
Mental Health Problem  

11%

Sensory Loss


22%

Some care receivers had more than one disability 

3. 
At what age did the young person begin supporting..?

3 ½  

16%

8/9 

16%


10 

50%

13  

16%

“ After her dad died, she started looking after me and 6 months later her brother was diagnosed with schizophrenia.”
4. 
Did they or the care receiver receive any support or help from any

agency?

Social services 


50%

Health visitor 


17%

Voluntary organisation 

50%

Siblings group 


17%

Young Carers Service

50%
“Only after complaining did anything get done.”

“I broke down in the surgery, then the health visitor returned but there was no respite until my daughter was 12 years old.”

“Dawn (Carers Centre manager) was doing a talk about carers, I shouted up at the meeting saying that I had a young 13 year old that was at about breaking point. From speaking up at the meeting Dawn approached me and my 13 year old became involved with Young Carers. I then got to speak to the consultant, we had social workers and young carer workers and now we have a total care plan for the whole of the week.”

5.
If the young person was under 18 when s/he started caring, were they

ever referred to a Young Carers Service or other service for specific support?

Yes 


67%

Self referred
-
33%

Word of mouth at a siblings group

           
Via a radio broadcast & a Boots/Carers  leaflet

6.
Do you feel it helped them at all?

Yes 


100%

7.
In what way?

Met others in same situation socially

Having other friends

A form of recognition

Would support her endlessly

Able to talk to someone outside the family

“She needed a lot of support. She got this from Young Carers, although they were in different situations they were all equally as hard.”

“Though I never understood why she needed it, she must have felt the need to be ordinary and like every other young person.  A time when she could just be her, going to Center Parcs was great for her.”

“She would not have been here if it hadn’t been for Young Carers, she would have put her head in a gas oven.  School had pushed her, not understanding why her grades had slipped.  She did not want to say, as she feared social services intervention.  School felt ashamed when they found out, they prided themselves on their pastoral care and yet she had not felt able to discuss her situation.”

Although no respondents said that the Young Carers service had not been helpful, many commented on intermittent nature of service this was due to a lack of funding for 12 months, all emphasised however that this was not a criticism of the service but of the funding arrangements.

8.
What happened when they reached 18?

“Fizzled out.”

“No Club, no activities.”

“Difficult to say due to bereavement.”

“Grew out of it at 16/17.”

“Became involved as a sessional worker, then went to college.”

“Two weeks before getting to 18 he had a young carers assessment, he had to wait because no one was trained to do them. We both were furious at the outcome because we were told that we were lucky to have a lovely home and loving family and that there were children far less fortunate than us so there was nothing the social worker could do for us.”

9.
What would you like to have happened for them?

“Continuation of the same service.” 
“To know there is a group for them.”

“Someone to contact.”

“Something to give support whilst at college to know things are alright at home.”

“She knows she can contact Dawn or Julie and she does get distressed if her brothers are ill.”

“A light at the end of the tunnel”

“At 18 some people are still doing their A levels, at 18 some are still at home they haven’t got their complete life on their own, some are going to university or starting their first job so they still need support. To have someone in the background if they wanted for anything.”

10.
Would they contact the Carers Centre if they needed any help, advice 
of any kind?

Yes 

67% 

[but would expect to speak to the previous worker who had run the service]

“Might do.”

“Even though she knows them [staff at the Carers Centre] it should be instilled into the group that they can still contact the Centre.”

“At least when you contact them, you know the information is right”

11.
Do you have any other suggestions about the support that is needed for young carers over 18?

“They shouldn’t be abandoned.”

“A contact list [of useful numbers and other ‘old’ young carers].”

“Specific support.”

“Something better than a magazine and geared at their age group.”

“Socialisation.”

“Something that could help with bad habits such as smoking.”

“Background or low level continued support.”

“When they are under 18 social services are obliged to help as it’s a child in need, but I feel that at over 18 support is still necessary. For example, if you haven’t got phone social services should provide it. I know they do in other situations where the person is deemed to be at risk. While away from home she is constantly ringing to make sure everything is OK at home.  Sometimes if I am not well I don’t say because I know she’ll get home as soon as she can.”

“It’s the young kids that don’t have a clue what has hit them. They need as much support as they can get…then hopefully they are the ones that don’t end up caring until their early twenties.”

“They would have the strength to carry on if they knew there was a service to support them”

12.
Why do you think that this age group needs particular support?

“Life changing decisions – job, college 
Help to move on, encouragement.”

“Encouragement to pursue own interests and career.”

“Help to stress that it’s right to fulfil their potential.”

“It helps to know someone is taking an interest.”

“It is a vulnerable age, and they need to voice the thoughts in their heads like all normal teenagers.”

“Support to make sure they don’t reach breaking point.”

“As a young carer they loose contact with their peer group as they are not able to build up relationships with them. Caring doesn’t stop at 18, it is important to have an outside positive influence and an older role model to look up to. Help to go to university, to go on holiday, to move away.”

SUMMARY OF RESPONSES FROM PARENTS OR OTHER SIGNIFICANT ADULT

Six individuals were interviewed for this research. Parents or significant adults were only contacted with the prior permission of the young person who had participated in the study.  Two parents had died the other parents or significant adults declined to be interviewed.

Many young people had been helping to look after more than one person and had coped with diverse conditions. The average age for commencing their caring role was 10 years old, although one had been caring from 3 ½ years of age. 

Most families were receiving help from mainstream services, mainly social services and the voluntary sector. Half identified the Young Carers Service as a support agency at this stage in the interviews. Two thirds of the young people had been referred to the Young Carers Service by another organisation whilst the remaining third self referred. 

All stated that the Young Carers Service had helped the young people in a variety of ways. The only problem with the Young Carers Service identified by some respondents was a period of interruption of the service when the funding was withdrawn for a 12-month period. 

All respondents felt strongly that continuation of the service or a specific service would have been beneficial to the young people after they were 18. Two thirds felt that the young people would contact the Carers Centre if they had any problems. This contrasted with the views of the young people themselves who in the main said they would not. However they similarly suggested the young people would contact the person who had run the Young Carers Service.  

Again the indications are that background or low-level support is all that is needed, with an ongoing need for social contact to avoid isolation. They affirm that the young people are at a crucial time of their lives and are making life-changing decisions during this period 

“At 18 some people are still doing their A levels, at 18 some are still at home, they haven’t got their complete life on their own. Some going to university or starting their first job so they still need support.  To have someone in the background if they want for anything.”

INTERVIEWS WITH PROFESSIONALS

There were 12 respondents in this research. They came from a variety of backgrounds: social services (adults and children’s services), health visitors, Community Psychiatric Nurses, and voluntary organisations.

1.
Would you say that your organisation/team are aware of carer’s issues and the services of the Carers Centre?

Carer’s issues:



Yes 


76%

Probably

16%

Some


 8%

Carers Centre:


Yes     

76%

Vaguely 

 8%


To some extent  
 8% 

 

Not really

 8%
“Yes my specific team, but the organisational awareness is patchy.”

2.
Would you say that your organisation/team are aware of young carers?

   
 and associated issues?

Yes


76%



No


 8%



Less aware

 8%
 “Seems that they are not a priority.”

[worker from children and families social services]

“The team is but not the organisation.”

“They would not separate adult and young carer issues.”
3.
Do you have information/publicity about the Carers Centre and 

     Young Carers Service?

Yes


76%
  

No 


 8%


Not sure 

 8%


Not aware of any 
 8%
a)
Is it available in the office for staff reference?

Yes 


58%



Don’t know
 
 8%



Newsletter    
 8%



No


 8%

b)     Available on display for the public?

Yes 


25%



No 


17%`


Not sure 

 8%



Posters 

 8%



Not applicable
42%

One respondent pointed out that although it was not applicable as they were not open to the public, the team had sent out information about the Carers Centre

4.
Have you or members of your team ever attended any training, or presentations about Carers and the Carers Centre or Young Carers and the Young Carers Service?

No 

67%



Yes 

25%



Probably
 8%
5.
Have you ever made a referral to either:

a) The Carers Centre?

Yes 

25%


No  

58%




Not sure 
17%
b) The Young Carers Service?

Yes 

 33%


No 

58%



Not sure 
 8%
6.
As far as you are aware, what is the definition of a ‘young carer’?


92% of respondents gave an acceptable definition of a young carer

7.
Have you either undertaken a carer’s assessment or referred someone   for a carer’s assessment?


Yes 

25%


No

58%



“Not formally but have taken into account their needs.”

“Not really.”

“Not a formal carers assessment, it has been done in the past as part of the whole assessment though I really need to get sharper on this.”

“No but the person I referred to earlier, got quite a bit of support from the Carers Centre”

8. If yes to the above, what was the approximate age of the carer?



All acknowledged they were carers over the age of 25.

9. Do you know the outcome of the assessment?

“They don’t always take up what is offered, but also there is probably a large area of unmet need that the carers grant could fulfil.”

Family aide, home care, short term and long term provision.”

“I am not aware of outcomes, but I know care plans are reviewed.”

“They got a short break and other things they were entitled to like benefits was sorted out.”

“Often it is a conflict of need against resources. I gather there has been a culture here of the middle classes having the money and the know how to shout the loudest and get services, but there has been a shift. We look for need and it is often those that don’t come that will probably have greater need.”

“Usually have got services.”
10. As far as you are aware, what happens to young carers once they have reached 18 in terms of specific support?

Don’t know 


42%   



Move to adult services
25%



Additional comments:

 “I would imagine they are reassessed as adults.”

“I would presume the care package will carry on.”

“I don’t know what resources or support are available but I am sure there are some”

“Don’t differentiate.”

“I would imagine they would get a job and stay at home to be a carer. I guess nothing much happens, if they go away to university then what happens to the person cared for? Or do they not continue with their education or career to remain a carer.”

“From my own experience some go off to college and ‘get a life’. For others I would like to say that they would continue to get a high level of support if they continue to care, but I doubt whether it would be sufficient or if it does happen.”

“Huge gap.”

“Probably get dropped like a brick” 
11. If you were to come into contact with a young person aged between 

18-25 who was a carer, what do you think would be the appropriate support services to signpost them towards?

Carers Centre 







75%
Social services







25%

Depends on need 







17%
Young Carer Services






17%

Would ask Carers Centre for advice before signposting 

17%

Hospital – if the person was a parent carer



8%

“I had a mum on my caseload who had a young disabled child, I referred her to the hospital who ‘took over’”


12. Further comments?

Training and policies/procedures:

“Training is needed, as there is a lot of ignorance around carers and young carers. There may be issues carried over from their experience into their current life. For example if their own mum had died when young, this could lead them into depression when they become a mum.”

“I would say that many of our policies have developed to be more family or user friendly but not carer friendly.”

“It would be better to link in more closely with adult services…there is always a quandary about who pays for services, and does what is provided meet needs.”

“I personally think I could benefit from carers training at all levels.”

General:

“Maybe they want to work, but being socially isolated it could give rise to mental health problems of their own. I am aware of a young boy of 14 who rings the help line periodically directly about his caring role for is father’s severe mental health problems, but this young boy has mental health problems of his own.”

“I have noted that many young carers say from 16+ go into helping at SNAPPY, they know people understand their situation and don’t need to talk.”

“I know they can be obsessed about their parents dying and need reassurance about what will happed to the cared for, so the social worker set up an agreed care plan where all the family signed up to it and it was reviewed. In 5 years there had been changes. The girl found this very helpful as nobody had really talked to her about it before and so it made it easier for her.”

“I feel that a service for over 18’s would be so valuable as 18 is such an important time psychologically. It is the beginning for so many things and so life is stressful enough without carrying the pressures of caring.  I think the support would be even more valuable at post 18 rather than pre 18 though I realise it would be differing needs.”

“This area is under funded, always has been. There is a lot more to be done.”

“18+ would have special needs; it is a life changing time. To engage them in support you would have to look at what appeals to them.”

“I would say that for 18+ there is a need for a more organised and distinct services. There are probably large numbers of people that fall between two stools.”

“Maybe as more people are continuing to live at home longer it would not be a bad idea to raise the age limit to 30.”

2The 18+ service is a brilliant service to provide. There are so many issues around caring and the effects it has on some.”

“Young people should not be put in that position, they often feel guilty and as if there is no way out as they feel this is what they have to do. They should have a choice. If they are under so much pressure and at major life changing times, they are not in a position to make the right choice.”

SUMMARY OF INTERVIEWS WITH PROFESSIONALS

Twelve professionals agreed to be interviewed. They came from a variety of backgrounds including social services, community psychiatric nurses, mental health service help line staff, health visitors and voluntary organisations.

The respondents had some knowledge of carers and young carers issues although two thirds had not attended any specific training. Most were able to give an acceptable definition of a young carer. Only a third had referred a young carer to the Young Carer Service and only a quarter had referred any carers to the Carers Centre. This figure is low given that all the respondents had indicated that they would refer a young adult carer to a specific carer services.

None of the respondents had undertaken young carer’s assessments or referred a young carer for an assessment. However, those that had referred a carer for, or undertaken an adult carers assessment, reported positive outcomes. This demonstrates the value of assessments and is a basis for increased priority being given to carer’s assessments.

Whilst a quarter of respondents were aware that young carers become the responsibility of adult service provision at 18, most acknowledged they were not sure about the existence of any specific support for 18 – 25 year olds. There was also agreement that they would continue in their caring role despite being at a crucial and transitional time in their lives.

There was acknowledgement by many professionals that they needed training on carers and young carer awareness, there was also recognition of the poor interface between child and adult provision. It was also apparent throughout interviews, that responsibility for the issues of carers, young carers and younger adult carer’s, was not particularly clearly outlined by most professionals organisations. Despite this, there was affirmation from all involved in the interviews that a specific service should be available to help this group of people. Also an acknowledgement that this time in a young person’s life was a crucial and major life stage which could and would have an impact upon, and influence the rest of their life. 

“[The service] would be so valuable as 18 it is such an important time psychologically. It is the beginning for so many things. Life is stressful enough without carrying the pressures of caring. I think the support would be even more valuable at post 18 rather than pre 18 though I realise it would be differing needs.”

“Everything stops when they get to 18. Even child protection stops, it’s assumed ‘You are an adult now and so you are OK’, 17 years 364 days – you’re OK, 18 it stops!”

CONCLUSIONS AND RECOMMENDATIONS

The discussions with young people, parents and professional workers demonstrated evidence of a need for specific support for this group of people. 

Young Adult Carers do not easily identify with existing services provided by the Carers Centre. Nor do they freely access any of the other more mainstream services, which may help them, such as social services or careers. There is still a generally held view that mainstream services do not understand or acknowledge their caring role. Whilst they recognise that the Carers Centre understands their needs as carers [demonstrated by the fact that they often contacted the person linked to the Young Carers Service] they feel that the generic adult service is geared to the needs of older carers. 

Whilst we were looking at 18-25 year olds, there may be a case for extension to 30 years. Although all carers over the age of 18 are covered by the same legislation, this group are likely to need similar support. Their need for the service is determined more by their need to be encouraged to re-engage in mainstream services, education and training which may have been damaged or disrupted by their caring role. Even those young people who had left home to attend University remained responsible as carer’s and experienced anxiety and stress about the people they had been caring for that they had left behind. They were often holding down three jobs or roles, that of student, part time worker and carer. Additionally some expressed concern about resuming their caring role during vacation periods or after completing their courses. Many expressed worries about the effect of caring on future relationships and their housing needs.

The research, coupled with the experience of the current 18-25 service being provided by the Carers Centre in York, would indicate that a Young Adult Service could offer a fairly ‘low level’ of support but one which could be stepped up in a crisis. Some young people expressed a desire for specific group activity, but again at a fairly ‘low level’ during vacation times [this could include any younger carers away at University] to lessen the isolation felt upon returning home when they often resume their caring role. For others, not at university or in education, options for personal development and support to seek out or determine career opportunities would be welcomed. Many have identified help with benefits and services for themselves and the person being cared for, as part of the support they would wish to access. 

The 18-25 service currently provided by the Carers Centre in York has increased over the past 18 months by over 50% and this will continue to grow as more of the young carers we are currently dealing with reach 18.

We have developed the service in line with the outcomes of our research and many have received the varied support listed above. We have developed a policy of joint working between the young carer worker and the worker responsible for the 18-25 Service to ensure a smooth transition and integration. As a result, now young people seek the support of the 18-25 service worker at times of crisis or concern, rather than the young carer worker. Additionally bursaries and grants have been obtained for some young people to enable them to purchase books and equipment for home study, driving lessons and similar sources of help. This funding has either supported them in their caring role or released them from some of the aspects of it. This research would support the continuation of this service.

In addition to the conclusion above, we would wish to make the following recommendations and observations:

· Professionals do not always identify young carers but there appears to be a remarkable increase in awareness of young carers compared to previous research. [undertaken in York in 1995 by Julie Longworth *1 and in 1998 by Laura Rhoderick*2]. 

· Some young carers are identified through school or college. Those young people, who become carers after they have left school or college, may well become the most ‘hidden’ group of carers, as they appear not to identify with generic carers services.

· Those who work in the areas of carer support and Carers Centres need to identify mechanisms to ensure that young carers are not ‘lost’ after leaving school.

· Whilst the Connexions service can support young people over the age of 19, they are unlikely to take on young carers who are identified post 19.

· Awareness raising of the particular needs of the 18-25 year old age group will be necessary especially if there is a service to support them.

· If a service for 18-25 year olds is not offered or maintained, this will have an increasing impact on the Young Carers Service as more and more young carers attain the age of 18. 

· Young adult carers have clearly demonstrated the need for specific support over the years, and attempt to access it via the Young Carers Service or familiar workers. From the feedback we have obtained from other Young Carers Services, we have reason to believe this is a national issue for many young carers services.

· Some pressure group activity and a campaign needs to be coordinated to make the case for young carers to receive specific support in the form of ‘grants or awards’ for those young carers who wish to continue their education. This would acknowledge their special status and would alleviate pressure for them to take on paid work in addition to caring. 

“There is a need to recognise and respond to the specific needs of young adult carers – those aged 18 – 25. There is little if any specialist provision for this group and these carers do not seem to make use of other (adult) carer support facilities while being too old to access most young carer provision.” *3
    Karen Harrison & Dawn O’Rooke
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