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Helping looked after children and young people cope when they are ill

Health is not only the absence of infirmity and disease but also a state of physical, mental and social well-being

World Health Organisation 

These last three are givens that we would wish for any child and should be all the more so for Looked after and accommodated children and young people (LAACYP) and yet we know that they are some of our most disadvantaged young people in terms of their health and wellbeing. 
Most children and young people (CYP) will grow up in families with parents who take full responsibility for ensuring that all their healthcare needs are met. The experience of their peers being looked after in social care settings can often be very different. Inadequate parenting, the effects of abuse and neglect can all conspire against the health and well being of the CYP often giving rise to children with complex physical, developmental, emotional and educational needs which clearly put them in greater need when they enter the system. This background of discord and dysfunction coupled with the repeated disruption and discontinuity of placement, not only from carer to carer but often of necessity from area to area all impact adversely on the health and access to health care services. 

There is a stark contrast in the way this group benefits from health services and compared to other CYP. Nowadays, the undignified, impersonal and sometimes humiliating Free From Infections inspections are thankfully a thing of the past but even today significant differences remain. Looked after and accommodated children and young people (LAACYP) are often only temporarily registered with their carers’ GP and will therefore only have access to urgent healthcare while the longer term preventive care – health surveillance and routine immunisations may well be denied to this more vulnerable group. 

Often it can seem as if this group of CYP are doubly disadvantaged as they enter the health care system with poorer health and greater health needs with which the system in not designed to cope.
The primary cause of poor health outcomes for this group is not the state of the child’s health on the day they enter the system. It is rather the history of unmet need prior to being accommodated…these are compounded by the lack of our current healthcare systems to adapt to the needs of a mobile population,…..  
Residential Care Health Project (2004)

 ‘The reasons behind why their access to assessment and treatment are often unsatisfactory are many and complex and not altogether the fault of the healthcare system so much as the combined effect of a health system unable to adapt to the complexity of the CYPs situation which may include changes of carer and therefore probably of school, thereby missing health checks etc , changes in health board area and subsequent difficulties around transfer of medical records, communication lapses between agencies, confusion over who holds responsibility for consent.   In addition to these practical systems difficulties, the YPs’ low self esteem and feeling that they are not worth caring about, some professionals’ low awareness of the issues, the fact that YP are often wary and sometimes even scared of authority, all contribute to a lack of willingness to engage with health services. The services may be there but the YP is not in a position, literally, to benefit from them’  
The challenge of the future will be to make children and young people in care as healthy as their counterparts brought up by birth families/not in care. In order to compensate for some of the deficits outlined above, it will be vitally important for professionals to recognise the poorer health background of those more vulnerable families and act accordingly. This will mean prioritising  their needs, promoting coordination and communication between the relevant agencies, following a robust record keeping system which follows the YP and encouraging the YP to pursue any opportunities to build their resilience which may then lead to their taking greater responsibility for their own health.  
The following sections will demonstrate how government policies, local authorities, health boards and individual practice  can make a difference for this group of children and young people so that they are not twice disadvantaged initially by birth and subsequently by the very system which (should) support them.    

The right to the highest standard of treatment and care should not be exclusive to those CYP with the positive support of a caring family. 

Policy and Corporate Parenting 
There has of late been considerable concern both at political and practice level at the less than favourable outcomes for children and young people who are looked after, whether at home or accommodated either in residential care or foster care. This has given rise to a number of Scottish Government documents and reports all striving to set out strategies and standards to help local authorities, health boards, schools and social work departments to rectify this situation and to improve the outcomes for this very vulnerable group of children and young people.  
The Kerr Report, ‘Building a Health Service Fit for the Future’ (2005)  ‘Delivering a Healthy Future: An Action Framework for Children and Young People’s Health in Scotland’ (2007) and ‘Better Health, Better Care’ (2007)  have all  recommended the need for urgent action on the part of all agencies to redouble their efforts to prioritize the healthcare needs and work more together to drive forward positive solutions and improve outcomes for all looked after children: in short to do better. 

The first report dedicated exclusively to the care of this group was Looked After Children & Young People: we can and must do better (2007) in which the main thrust was for partner agencies to work together for improved outcomes for LACYP.  Being emotionally, mentally and physically healthy is one of the Report’s five key themes. The working group of the same name was charged with delivering on Action Points 15 and 16.

Action 15 – states that each NHS Health Board will assess the physical, emotional and mental health needs of the CYP in their area and provide accordingly. They will also ensure that health service providers will work to make their services more accessible for all LACYP 

Action 16 – promises to review the health of LACYP – specifically to work with Local Authorities and Health Boards to identify LACYP in their areas and put processes and pathways in place to ensure that these CYP can access universal and specialist health services when they need them.  
The call to greater working together was further outlined in the guidance to community planning partnerships on being a good corporate parent, the aptly named These Are Our Bairns (2008)
Corporate Parenting 

In considering how hard it can be to collaborate over decision making or reach a consensus in ordinary families, we may wonder how possible this will be within the corporate family. 

In thinking about what Corporate Parenting will mean for a sick child, we can all cast our minds back to times of childhood illness and reflect on how comforting it was to have a caring figure at our bedside. If being a good corporate parent means giving our children and young people the love, security and care that any good parent would give their own child when they were sick, how will the local authority fulfil this role for children in their care? The bar has been set high, although as set out in These Are Our Bairns (2008), not impossible with some will and imaginative thinking but most of all with all the corporate family members playing their part. Some of them members may be involved for a short time or periodically but together their contribution makes up the whole and is stronger because of it. A health care professional may say that they cannot possibly provide an overview of everything that is going on in the young person’s life and that it is beyond any one individual to be all things to that young person.  Yet it is everybody’s job to identify a need and to make sure that whatever needs to be done is done. 

Already one of the recommendations in These Are Our Bairns (2008) states that health board members be supported to champion the needs of LACYP and care leavers or that NHS Boards nominate a director who is the lead for this group of CYP in their area. 

The Cast of Thousands: Team Around the Child
In thinking about the corporate family in health, one wonders just how the whole concept of corporate parent would work in relation to healthcare provision given the very considerable range of different professionals who can be involved particularly in complex cases.

Action for Sick Children (Scotland) is currently engaged in a project looking at the healthcare needs and priorities at times of illness for CYP looked after away from home .  As part of that work we have surveyed a range of health professionals who may care for the CYP at such a time. The information was gathered via questionnaire by telephone interview or face to face. We wanted to establish:

1. how the health professional saw their role in relation to teh looked after child
2. the challenges it presented 
3. the part they play in the family of the corporate parent with the all important role of caring for the child when they are sick. 

We also wanted the young people to tell us what actually happens and then say what they wanted to be provided for them when they are ill. Two of their experiences are included here highlighting some of the concerns and issues (identifying details are not included to preserve anonymity).

Good cop bad cop!
Professional awareness seems to vary considerably but active discrimination is now thankfully reducing as more and more examples of good practice become the norm. At the start of the project we were made aware of examples of very concerning practice which stigmatised and discriminated against LACYP. There was the GP who refused to register a young person saying, 

Well look at his mum, there is no way we are having him! 
Or the optician, who refused to visit the young people in a secure unit on the grounds that We do not attend inmates in penal institutes! Or the suicidal young man who presented at A&E only to be turned away as he was not registered with a GP. That is the ultimate Catch 22 scenario – unable to register if homeless and debarred from A & E if not registered. 

These stories however neither apocryphal nor historic, acted as the impetus for this survey in which we examine the role of each of these health professionals and highlight the important part they play in the healthcare of LACYP.  

The GP Perspective 

The GPs’ views presented the relationship with a patient in care as more complicated and they were more likely to see CYP on their own than with a carer. When they did so, however, the relationship was different from the one with the birth parent and the GP was less likely to assume full knowledge on the part of the carer. There were also issues of consent and confidentiality. 

What they said:

· I try to treat as if they were in their birth home, in fact as I would treat anyone else
· We try to focus on the child and I think we need to empower them to have an understanding of their own health and how to take responsibility for that 
Community Paediatrician 
They felt that they provided the overview of the YPs health and were often the only health care professional to see the CYP when they came into care, or at least the first person to do so in health boards where Community Pediatricians assess all children on first becoming looked after. Their role included:
· Providing a global view of health
· LAAC MOT
· Information chasing 
· Turn Detective 
They had to acquire almost forensic abilities in tracking the previous records and although a great deal of time was spent information chasing, this was vital work, as missing records or an incomplete picture can present a real danger to CYPs’ health. 
CAMHS – Community Psychiatric Nurse (CPN)Through care and after care
The CPN presented a role in which they were caring for young people in situations where the following were often prevalent:
· Basic healthcare gaps – dentist/GP/immunisations
· Medical records not keeping up with the young person 
· Self harming and residential units unable to cope 
· 16 year olds functioning more like  14 year olds Admission to Adult Psychiatric Wards 
· Issues and behaviours not understood by carers
· Catch 22 – no GP registration if homeless and no A&E if not registered 
The commitment to care and to corporate parent is shown in this professional’s words:

· I could not have left her there (A&E)……. There was no-one else for her           
· They’re absolutely terrified, it freaks them out!    (in relation to the YP in the Adult Psychiatric Unit)
Hospital Paediatrician 

Many CYP with long term conditions or complex healthcare needs are Looked After and Accommodated. (do we have a figure?) The main concerns here centred round the giving and obtaining of consent. The question arose whether CYP are being forced to self-manage by asking them to make decisions just because they can, when many of them are afraid of being handed that responsibility. Who advocates for the LACYP when in hospital and there is no one there to support them? Practical hospital admission procedures can be hurtful when a CYP is asked Who is your next of kin? and they do not know or do not have anyone. How is this question to be asked? 

Helping CYP cope in this situation requires a seismic shift in the mind set of all clinicians looking after a child (a person not just a case) and this paediatrician was clear in defining two guiding principles:

· The organisation has to be flexible to the needs of vulnerable CYP and make rules appropriately 
· The child’s eye view……….. keeping the child in mind .,.. treatment should be individualised to each - one size does not fit all
Community Children’s Nurse 
Case Study

This is taken from a CCN’s case load and illustrates perfectly the importance of information sharing when working with multi-disciplinary teams and the need for real collaborative working amongst professionals so that the baton of care does not get dropped.  
It describes a:
· Boy with complex disability in voluntary foster care 
· Regular contact with birth family 
· Now in palliative phase – all had agreed that quality of life paramount was paramount rather than further invasive treatments  
· Entered Respite unit to give foster carer a break 
· Foster Carer gave letters and care pathway to Respite unit 
· While there Gastrostomy problem arose and child admitted to hospital 
· Admission to HDU in full
· Hospital refused to give information to foster mum 
· Foster mum contacts birth father
· Who contacts HDU (and is told everything although he does not have day to day care of the child)
· Foster Carer returns from holiday 
· HDU contacts ENT surgeon who had previous knowledge of the child and the care path and was able to vouch for this 
· Discussion with birth family and foster family 
· Finally no intervention as per the original instruction to the respite unit  
A long way round for a short cut! Where did the vital stitch get dropped? The CCN is very clear about the challenges of their role:

· The sharing of information, and the way in which we do that, is vital when working with multi-disciplinary teams
· It’s often a case of playing detectives and terriers!! 
· The follow through is vital 
Foster Carer 
The following is a moving account of the part played by a foster carer :

· 14 year old with developmental delay – attends special school
· Needed treatment for dental abscesses 
· 3 refusals Dental Treatment/anaesthetic 
· Dental team refuse to proceed in the absence of his consent 
· Play Specialist help sought to no avail 
· Tough choice 
· Family member of boy dies as result of ruptured untreated abscess and Foster Carer uses this to persuade YP to have the treatment  

· Gentle!! Persuasion or arm wrestling on part of the foster carer
· LAC Nurse support when carer ill 
Perhaps the way this, and many other, foster carers see their role is encapsulated in the forward to ‘These Are Our Bairns’ (2008) and what this foster carer displayed was more than:

 …………….the warmth and concern which goes beyond the traditional expectations of institutions; this is the selfless character of parental love (Sir William Utting, 1991)
· You wouldn’t stand by and let your own child refuse treatment you knew was in their best interests
· I am here  for him if and when he wants to talk and make him feel wanted and part of a family 
LAC Specialist Nurse
They perform a multifaceted role and take a holistic approach to the healthcare of LACYP carrying out a range of interventions and activities: health assessments and reviews, identifying previously unmet needs, compile individual Health Action Plans.  They are involved in both health education and promotion for carers, the YP, residential unit staff, track the movements of CYP as they change placement and attend LAAC reviews to name but a few. The foster care case study described above considered the LAC Nurse support a lifeline and in a few areas the LAC Nurse role will also extend to providing much needed care and advice to unit staff caring for CYP with complex or exceptional healthcare needs.  

One of the main challenges reported by the nurses is gaining the trust of the YP who may be wary of authority and unwilling to engage in relationships with anyone. 
Young Person 
Case Study 
· 14 year old 

· Severe abdominal pain

· Admitted to hospital in mixed adult ward alongside much older patients with end-stage cancer 
· 3 week stay 

· Tests done but 
· No explanation given as to why?/consent?

· Doctors said they could not find out what was wrong 

· Overheard patients talking about how long they had to live 

· No follow-up 
The young person’s own words are best left to speak for themselves: 
· I felt frightened – the doctors kept saying they  didn’t know what was wrong wi’ me so I thought, ‘ am a in the same situation as them?’ 
· I wanted them to tell me what they were doin’ and why they were doing it and what they were doing it for. Nothin – just your goan doon! 
When asked what helped gain their confidence during an appointment with a healthcare professional they said: 
· I like it, ken, when they tak time tae explain an they’ve got that look on their face that says we do care what’s going on wi people
Other Resources 

Thus far,  the focus has been largely on health service personnel who form the corporate family around the child.  Help, however, is not only found in the people themselves but also in some of the very many excellent agencies and organisations, the programmes, resources, training materials, toolkits and examples of good practice which abound across Scotland. A full list can be found in Healthy Care – Resource List, Scottish Healthy Care Network  
One example is the resource pack Caring About Health: An A-Z health resource pack for staff and carers (2008). This includes all the information you need to know to help the young person in your care from teen pregnancy to severe asthma to who to turn to when immunisations are lagging behind and the YP has a needle phobia. The Scottish Government has recently reproduced an updated resource in conjunction with SIRCC, Learn with Care DVD of training materials for anyone who needs to understand and learn about a child or young person in care. There are modules on every aspect of being in care and whether you want an introduction to the subject or more in depth information there is a course tailored for you, from over 20 units on subjects from attachment, resilience to parenting.

The effects of loss, separation and bereavement on any individual can be devastating, but these are ever-present in the life of a CYP in care. Seasons for Growth, a programme which aims to produce a sense of resilience, personal growth and acceptance of change in people's lives, run by the Notre Dame Centre in Glasgow, has been found to be very effective in helping young people cope with the effects of loss. The children and young people's component deals with change, loss and grief associated with death or family breakdown.
Action for Sick Children (Scotland’s) Children and Young People’s Healthcare Resource Pack has been used successfully with young people and staff in residential units. It provides workshop sessions for staff to use to help children and young people understand the nature of healthcare services available to them, how to access these and what their rights are in relation to them. 

Conclusion
Article 24 of the UNCRC (1989) states that:

State parties recognise the right of the child to the enjoyment of the highest attainable standard of health and to facilities for the treatment of illness and rehabilitation of health  

For this right to become a reality for LACYP, all of the good intentions enshrined in policy, coupled with the principles and ideas exemplified in the case studies and examples, need to come together so that Scotland’s children and young people in care can enjoy the standard of health that we would aspire to for all our children and young people.
Anne Wilson 
Development Officer 

Action for Sick Children Scotland 

22 Laurie Street 

Edinburgh 
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