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Executive Summary

Introduction

1. IMPACT i1 the International Health Impact Assessment Consortium i based in Public

Health a WHO Collaborating Centre at the University of Liverpool, was commissioned by

the Care Services Improvement Partnership (CSIP) in the North West to undertake a

Heal th | mpact Assessment (HIA) of the i mpl emen
(OHOCOS) in order to assess the health effects of this policy on young carers. Although

this HIA has had a national scope, the field work was concentrated in the North West. In

addition the differential distribution of potential effects, e.g., by population sub-groups,

was also considered in the assessment. There are several definitonsof Oy ousbg car er
For the purpose of this HIA the definition developed by North West Quality Protect

Young Carers Work Forum was used (section 1).

2. HIA is concerned with improving health and reducing health inequalities. The aim of
HIA is to inform and influence policy decision-making by enabling decision-makers to
consider the health implications of their policies during the policy planning process. Itis a
systematic process, which aims to identify what the potential health effects of a new
policy, strategy, or project, such as OHOCOS might be on a particular group of people,
such as young carers. HIA can be done at international, national, regional, City or even
ward level. It considers which key health determinants, e.g., education, income,
relationships, will be affected and how this in turn will impact on the health and well
being of the population. In addition HIA considers whether the policy will affect our
physical, emotional and social well being, as well as possibly affecting ill health.
Recommendations are then made to the policy-makers to mitigate against health risks
and enhance health benefits.

3. This executive summary outlines the methods and process, the data collected and the
evidence defined from these data. The potential health impacts emerging from the
analysis of this evidence will then be defined in broad, qualitative terms. Finally,
conclusions and recommendations are presented. A summary report was sent to the

Department of Health in December 2007t o f eed into the National Ca
Review Group (appendix)t o f eed i nto the National Carersodo
60Our health, our care our say®6 summary and ana
4 . I n 2006 the Government published t hiea Whit e

new direction for c om@8)uThaWhite Paperrsetsttee s d ( OHOC
Government 6s health and s o-¢5yeals, desaribimgapewl i cy f or
Owhole systemdéd model of integrated care in ord
and reduce health inequalities (see sections 2, 4 and appendix). It defines four

objectives:

U Better prevention services with earlier intervention

U More choice and voice to health &édconsu

i More work on tackling health inequalities and improving access to community
services

0 More support for people with long term needs

5. As such OHOCOS seeks to further develop themes to support more patient choice,
improve access and better co-ordination in health and social care, whilst promoting more
prevention and self-care, care closer to home and competition between community
providers. Fundamentally it refers to a 5% shift in resources from the acute sector to
community services.

6. The rationale underpinning this integrationist policy is the growing prevalence of
people with long term conditions and complex care needs increasing at a rate of a
million per decade and utilising an estimated 80% of the NHS budget. The White Paper

OHOCOS - Report - FINAL VERSION a.doc 5



expresses concern that these trends may not only continue but increase with current
heath-related behaviour patterns. In addition, there are the reported changing needs and
expectations of patients and carers, their requirement for more control over their health
and care and for care to be more personalised, to meet their needs rather than the
needs of the service. Finally, there are asserted inefficiencies in the NHS/social care
system including the high rate of acute medical bed use compared with e.g., Kaiser
Permanente in the US, and poorly co-ordinated planning, commissioning and provision
of care between health and social services.

7.Various policy initiatives have been announce
key element of OHOCOS has been the development of commissioning 7 practice-based
commissioning (PbC) and joint local authority/PCT commissioning. Although the focus is

on secondary prevention and early intervention for people with long term conditions and

already using health and social care services, OHOCOS also refers to primary

prevention for the wider population, promoting health and well being, self-care as well as

providing personal services closer to home when needed. Example initiatives include:

U An emphasis on commissioning - specifying, securing and monitoring services based
on population needs, e.g., PbC

U Joint local authority-PCT commissioning aimed at improving healthy living and well
being

U Joint health and social care managed networks (teams) and joint records

U Integrated personal health and social care plans offered to all patients with long term
care needs (2008)/conditons ( 201 0) with o6risk stratif

U Increasi n grectpaymentsdand piloting of individual budgets for social care

U Pilot sites to develop new models of community-based care

i Encouraging new independent and voluntary providers to compete to provide
community services

U Access to psychological therapiesandNHS o6 Li f e checksd

U Trials for direct, self-referral for patients for some community services such as
physiotherapy

i More accessible GP and Out Of Hours (OOH) services and facilities, e.g., step/step
down intermediate care

8. In relation to carers, OHOCOS directly impacts on service users, including cared for

parents, with changes in what and how health and adult care services are commissioned

and provided; through them, their children and/or other family members who may also

care forthem arealsoaffect ed. OHOCOS proposed a 6new deal
support through a range of measures (below). It is noted that there was one reference to
younger carersd and 14 references to parents
of young caring suggesting young carers are an unrecognised or ignored group.

Similarly with the current hotchpotch of legislation which is meant to provide rights and

entitlements to carers and young carers but which fail to ensure young carer and

chil drends n e dyhssessed and their égipts enforeed, there are concerns
that the revised carersd6 strategy wil/l not add
young carers wil/ become o6hiddend, unrecogni se

allayed fears that the needs of young carers will be not addressed.

i A new National Carers Strategy with key themes i income, employment, health and
social care, equality

U Establishing a new information service and helpline for carers

Home-based emergency respite support

i Expert Patients Programme for Carers

O

9. Other concerns about the White Paper include whether it will achieve improvements in
health and social care, and undisclosed policy drivers. There are also a humber of policy
paradoxes, e.g., the use of market models in a policy designed to develop equitable
access to care, and shifting resources to community services in the middle of the biggest
hospital building programme in the history of the NHS.

OHOCOS - Report - FINAL VERSION a.doc 6



HIA methodology

10. The assessment was conducted using a validated generic HIA methodology (Figure
1) between June and October 2007; the report was subsequently revised in 2008.

| MPACTO6s i

ni ti

al

Figure 1 A generic HIA methodology
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impacts and policv

Monitoring

—
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o~ —

Impact analysis
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Priorit ise impacts

——

Recommendations

——

Source: Abrahams et al (2004) EPHIA Guide.

Process evaluation

approxi mately

11. The scope of the assessment was determined by the OHOCOS HIA Steering Group
at the inaugural meeting and was summarised in a scoping report. This HIA is described
as a rapid HIA, reflecting the depth of assessment. It involved the collection and analysis
of existing and new data. From this the evidence was synthesised and impacts defined.

12. The policy analysis (section 4) involved the collection and analysis of a range of
policy documents to determine the context of OHOCOS. Relevant secondary data were
identified and retrieved from various sources to develop a profile of young carers and
young caring again to provide a context for the HIA (section 5). Evidence from the
literature was also gathered and distilled (section 6). Stakeholder data was collected via
focus groups and interviews from young carer workers from the North West, policy-
makers (national) and service leads (regional), and focus groups with young carer
workers (section 7). In addition young carer workers in the North West and North East
facilitated group sessions with 68 young carers, 5-18 years (section 7). Finally, evidence
from all data sources was aggregated and the key health impacts of OHOCOS on young
carers were characterised in the impact analysis (section 8). This section includes
definitions of the likelihood of impacts and different strengths of evidence. The draft
report was peer reviewed and commented on by some young carer workers prior to the

final report

bei

ng

publ i shed.

An i

Strategy review group to feed into its consultation timetable at the end of 2007

(appendix).

13. There were a number of limitations to this study. Whilst data on carers are routinely
collected, e.g., through the Census, the range of data on young carers is fairly limited,;
this had implications in setting the current context. Related to this there were also
concerns about the quality of existing data and so their reliability. In addition to data
availability there were also issues regarding gaining access to data via some
stakeholders; this affected the reporting of this HIA. Finally, although there is always a
necessary compromise between brevity and rigour in any study, the time and resources
available prevented multiple methods being used or the piloting of tools, involved
stakeholders self-selecting, and limited the opportunity for regional analysis.
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Findings

14. There is strong evidence of significant demographic changes in England including an
ageing and more diverse population, an increased prevalence of people with long term
conditions and complex care needs, a widening of health inequalities, e.g., life
expectancy at birth and self-reported health status, and socioeconomic conditions and
lifestyles that continue to drive this. There are also clear regional health inequalities
reflecting regional differences in deprivation. In addition there is an expectation from the
public that services will not only meet these needs but exceed them in terms of
improving quality, accessibility and their personal experience of care (section 4).

15. The increasing humber of people of working age with long term health and care

needs is matched by the growing number of carers including young carers (section 5)

providing informal, unpaid care. Levels of informal caring tend to reflect levels of

deprivation T the more deprived an area the higher the levels of care; however official

data on young carers do not reveal this. It is
caringd masking the tr ue spumedtthatieeels ofsnronali ons 5,
caring will continue to rise with these various pressures.

16. There is evidence that young caring is associated with poverty, social exclusion,
educational difficulties, low aspirations and achievement and relationship issues. The
health of young carers is also known to be poor compared with their peer group
(sections 5, 6, 7); in particular mental health problems have been identified, although
physical health issues such as minor illnesses, musculoskeletal injuries were also
defined. There was some evidence that there are long term effects of young caring
including difficulties in making a successful transition to adulthood and career or
employment prospects. There was weak evidence that young caring causes negative
outcomes; structural factors such as household income were suggested as more
significant than individual or family attributes. There was evidence that support for young
carers, e.g., from young carersdé6 projects, was
protecting their physical and emotional health and well being.

17. Evidence from young carerso6 group activiti
about their needs and priorities as well as the needs of those that they care for (section
7). In relation to whether care at home or care at hospital is more appropriate for a
parent who is ill, many young carers indicated a real turmoil. Most felt care at hospital
was the best option, providing expert care around the clock. There was also an
indication that this would take pressure and responsibility off the young carer which
would be welcome. Some thought that being away from their parent could be
compensated for by visits to the hospital. However, in addition to their upset from
missing their parent there were real concerns about who would look after a young carer
whose parent was hospitalised, especially if that there was no other adult in the
household. These concerns may have been heightened when it became apparent that
few young carers knew about their personal arrangements in the event of such an
emergency.

18. In the event of a parent being hospitalised, young carers raised issues about visiting;
there were particularly strong feelings that children should be able to see their parents
privately. Obstacles to visiting such as transport and visiting times were also raised.
However there was a pervading sense that attitudinal factors were considered the
biggest obstacle to young carers. There were some moving accounts of children not
being able to see their parents who were seriously ill and the devastation that they felt as
a result.

19. Increasing local accessibility to hospital-based care, such as out-patients clinics, for

parents was given unanimous support by young carers; many benefits were identified

including, convenience, time and less travelling expenses. There were mixed views

however about extending GP surgery hours particularly if it meant that home visits may

be withdrawn. The views of young carers on mai

OHOCOS - Report - FINAL VERSION a.doc 8



community to avoid episodic flare ups of their condition needing hospitalisation was not
fully explored.

20. In relation to care at home and support for this, young carers indicated that there
were issues not only when support for parents is arranged by a social worker but also
when it is organised by the parent, as such direct payments and individual budgets had
mixed support. The issues with social worker-arranged care included the lack of
flexibility, poor standards/quality of care, inconvenience and a lack of a family-focus; a
few young carers also mentioned they felt undervalued by these care workers. However
it could be said that these issues could occur whoever arranges the care and is more
about how high standards of care are monitored and regulated. The main advantage of
direct payments or individual budgets could be more flexibility; some young carers feel
the flexibility that direct payments may provide for parents to organise their own care
may not be appropriate, e.g., they may be forgetful because of their condition and forget
to arrange their care, or they may spend the money on something other than care (one
statement implied the money may fund illicit drug use).

21. Young carers own needs and priorities were also examined. Many young carers
expressed the view that their caring should be recognised in a similar way to adult
caring; however they felt their needs were very different to adult carers, by virtue of their
age. Although the importance of school was recognised by many, the reality of young

carersd |lives meant that family needs were

sense of frustration at the attitudes of some teachers at school and the added pressure
this lack of understanding causes. Others saw school as a lifeline T an escape from the
demands of caring and for time with friends.

22. Young carers had a comprehensive understanding of what affects the health of
children as a whole and what they need to be healthy. A top priority for them was
supportive relationships particularly family and friends. In addition positive attitudes
which value and build the confidence and self-esteem of young carers as well as
celebrating their achievements were emphasised. Relaxation and leisure activities
including having fun and time to be with friends were also ranked highly. Finally raising
awareness and understanding about caring within the population as a whole to reduce
the negative effects of stigmatisation and bullying was also identified.

23. There is strong evidence of a trebling of investment in health services over the last
10 years with improvements in the timely access to care. Clinical standards have also
improved, e.g., through the National Service Frameworks. There is a major capital
expenditure programme for hospitals and primary care facilities underway improving the
quality of health care premises. However it has been argued that investment alone will
not meet the increasing pressures from demand-side (e.g., demographics, rising patient
expectations) and supply-side (e.g., hospital costs) factors (section 4). To meet these
needs the Government has developed O6whol
i the development of integrated, personalised care. This aims to prevent ill health in the
population as a whole but particularly for people with long term care needs who account
for 80% of NHS costs.

24. Integrated care (IC) is relatively new and although there is evidence of some
beneficial effects in adult services, e.g., improving quality of care, because there is no
consistent definition of IC or set of interventions, there is patchy evidence on IC
outcomes per se. In spite of the heterogeneity of IC systems, there is some evidence of
positive health outcomes, e.g., functional health status improvements, reductions in
hospital readmissions. However evidence of their cumulative effects of these
interventions or interaction is not published and there was limited evidence of any
financial benefits of IC. There is also evidence of negative impacts associated with I1C
including a reduction in equitable access to care, issues in the co-ordination of complex
sets of services and the regulation of IC systems (section 6). No evidence on IC in

childrends services was accessed. As such

parents.

OHOCOS - Report - FINAL VERSION a.doc 9
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Potential health impacts of OHOCOS on young carers

Table 2 Summary of health impacts of OHOCOS on parents and their young carers
Health Impact Direction Likelihood Latency
Integrated care (impacts on people with long term care needs
including some parents)
e Increases in functional health status + Probable Medium
e Reductions in hospital readmissions + Probable Medium
e Increases in patient satisfaction + Probable Immediate
e Increases in patient compliance + Probable Medium
Integrated care (impactson young carers as g
impacts above)
¢ Reductions in caring demands, increases in health and well + Speculative Medium
being
e Reductions in hospital care, reductions in young carer respite - Speculative Immediate
Patient education (impacts on people with long term care needs
including some parents)
e Increases in self-efficacy, quality of life and psychological well + Probable Immediate
being
Patient education (i mpacts on
impacts above)
e Reductions in caring demands, increases in health and well + Speculative Medium
being
Individual budgets (impacts on people with long term care needs
including some parents)
e Increases in flexible care arrangements, service user control, + Possible Immediate
empowerment; longer term benefits?
e Increases in stress/anxiety for some people + Possible Immediate
I ndividual budgets (i mpacts on
impacts above)
e Reductions in caring demands, increases in health and well + Possible Medium
being
e Increases in caring demands, managing care budgets, - Possible Immediate
organising care
Accessibility of care (impacts on people with long term care needs
including some parents)
e Increases in proximity, range and volume of community care + Probable Medium
(some hospital services provided locally), increasing timely
access, reductions in acute episodes of some conditions
e Reductions in local acute care; centralisation
- Probable Long
Accessibility of care (impacts on young carers as a result of
parents6 impacts above)
e Increases in locally accessible care may lead to increases in + Possible Medium
health and well being
e Reductions in local acute, out of hours and emergency care - Possible Long
may lead to increases in stress and anxiety
System Impacts
e Improvements in governance, service delivery + Possible Long
e  Cost-effectiveness, audit/inspection, NHS/SC conflicts - Possible Long
Inequalities
e  Most vulnerable of vulnerable will benefit least - Probable Immediate
e Young carers most vulnerable & unconsidered in policy - Definite Immediate
OHOCOS - Report - FINAL VERSION a.doc 10




Quality of care

25. There is strong evidence of the probable positive impacts of integrated care
(self-care and patient education, clinical follow  -up, case management,
multidisciplinary care teams, evidence -based care and professional development)
on the quality of care for people with long term care needs in general (section 6).

In particular there is strong evidence of:

U probable improvements in functional health status
U probable reductions in hospital admissions and length of stay
i probable positive impacts on patient satisfaction and quality of life

U probable positive impacts on patient compliance

The impacts on mortality are less clear.

Evidence on how improving integrated care will affect young carers is limited. However,
it is speculated that there may be positive indirect impacts  on the health and well
being of those young carers who care for their parent/s with long term care needs. For
a small minority of young carers  where they only have respite from their caring
responsibilities when the person they care for is admitted to hospital it is speculated that
there may be negative effects (section 7).

26. There is also evidence of probable , immediate positive impacts on care
recipientds self efficacy, qual i tsgociatddwithi f e and
patient education programmes such as Expert Patients Programme (section 6).

Itis speculated that there may be positive indirect impacts  on those young carers
when the person they care for is better able to manage their own condition, with
associated enhanced well being.

27. In addition there is evidence of possible positive impacts on user control and
empowerment associated with direct payments and individual budgets (section 6).

However, it is possible that there may be positive or negative indirect impacts on

the health and well being of young carers associated with their parents having control

of their care budgets. Positive impacts may be possible i f t he young carerso
quality of life and well being improve with the increase in flexibility over their care

arrangements. However, as described in section 7, there may be possibl e negative

impacts for young carers if the parent is unable or finds it difficult to organise care

support or uses care budgets inappropriately.

28. There is evidence that positive outcomes r
including supportive detection and assessment processes, clinical information systems,

specialised clinics or centres, shared professional commitment, leaders committed to

integrated care, adequate finances for its implementation and maintenance,

management commitment and support, patients capable of self-care, and a culture of

quality improvement. Other evidence suggests issues between policy intent and delivery

exi st as well as pol i cy nay lonitthd extent obthees ect i on 4,
positive impacts. Related to this there is strong evidence that the people who will benefit

most fr om 6 Ckheare initiatives arethe afluemt,fwell-e ducat ed and o6heal
literateb6 (section 6). The context for young ¢c
this which may limit the extent of these positive impacts, in effect widening the existing

inequality in care provision.
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Access ibility of care

29. From the evidence it is probable that OHOCOS will increase both geographical
and timely access to health and social  care for people with a range of needs
including long term conditions, disabilities and mental health problems (section 4, 7).

30.Providing more care i n ¢orpeaple withlengtetimacargp eopl e b s
needs (section 4, 7) is likely to help them manage their condition locally and reduce the
frequency of episodic o6flare ups6 requiring ho
care opening hours may allow more timely access to care. For people with mental health

problems, the increase in GPs with special interest (GpwSlIs) in mental health, the
introduction of the O6stepped care model, psych
mental health workers will increase specialised, local care.

31. However when they do need acute care, it is possible that they will have to be
treated at a hospital away from their locality with associate additional travelling
distances, times and expense (section 4, 7) for them and their families.

32. For parents with these health and care needs, their young carers may derive some
benefit from hospital-based care being provided more locally. It is possible that more
and locally accessible care for their parents may have a positive effect on the health
and well being of young carers if this provides them with less caring responsibilities
and demands on their time. Conversely it is possible that there could be negative
impacts on young carers and their parents if out of hours care and emergency home
visits were reduced (section 7), and if acute care is provided some distance from the
family home; some young carers were very anxious about being taken into care in those
circumstances. In addition the potential disruptive effect on the family with health and
social care professionals in the house was mentioned.

33. At a policy level there is evidence that equitable access to care is an issue for some
users in a marketised system (section 4, 6). Related to this there is strong evidence that
people with complex conditions, low expectations, less mobile and information-deprived
benef it | east from 6Choiced (section 6).

34. As such although there may be possible positive impacts for parents and their

young carers from the increase in accessible community care  , they will benefit least

from OHOCOSG6 system and mhmparadd dweiltilvemgyr € hafnfglews
|l iterated popul ati on ¢ possible negatiBeuilmpadtsifioe r e may al s
parents and their young carers  from the increase in centralisation of acute care.

Collectively this suggests a widening in inequalities in access to care.

35. From the evidence it is probable that OHOCOS will increase both geographical
and timely access to health and social care  for people with long term care needs in
general (section 4, 7).

System impacts

36. There is evidence of possib le positive and negative system impacts as a result
of integrating provision.  Some evidence suggests there are positive impacts on
governance, as well as service delivery. Other evidence indicates negative impacts,
including lack of effectiveness, social care being dominated by NHS targets, financial
difficulties, inward-looking audit and inspections. In addition the successful
implementation of OHOCOS is dependent on operational conditions being met at a local
level; evidence indicates that there is a lack of consistency in these conditions being
met. Finally there is evidence of policy conflicts, e.g., patient choice and provider
diversification which may hinder integrated care as co-ordination of a more complex
system becomes more difficult.
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Differe ntial distribution of impacts

37. Although OHOCOS aims to reduce inequalities and benefit people with existing
conditions, currently there is a risk that the most vulnerable of these groups will benefit
least; this includes the parents that many young people care for. For example, patient
education programmes favour the well educated and those capable of self-care; market-
based systems reduce equitable access to care, by favouring people with less complex,
and less costly, conditions. There is limited evidence on the use of direct payments by
minority groups, as well as issues as to if certain client groups including parents will
benefit from individual budgets. In addition young carers by virtue of their age, family and
social circumstances are the most vulnerable of all and yet their needs now and in the
future do not seem to have been considered in this policy at all.

Gaps
38. Although there is evidence of potential positive impacts for people with long term

conditions and care needs from OHOCOS, and to some extent adult carers there are
considerable gaps in relation to young carers. These include interventions to address:

6Hi ddend young caring

Limited support available to young people

Financial issues faced by young carers and their families

Attitudes and stigma associated with being a young carer

Lack of recognition or voice of young carers

Young caring of parents with physical disabilities

Young caring of parents from Black, Asian and Minority Ethnic Communities

[ ot et et B et A e et i e

Conclusion and recommendations

39. Young carers are an under-estimated and growing group of informal carers, but with
distinct needs. They are one of the most vulnerable groups of children and young people
whose life chances, including their health and well being, are often deleteriously affected

by their caring experience. Young carers are o
often do not access the assessments and support that they are entitled to. This is a
systems issue. Young carersdé6 parentamnsamiet h | ong

specific OHOCOS interventions, such as more accessible primary care, psychological
therapies. However they are less likely to benefit from all of the proposed measures
compared to more affluent counterparts.

40. Young carers were mentioned once in the White Paper which has been aimed
predominantly at adult health and social care services. It is not clear how it will interface
with Every Child Matters.

41. More needs to be done to address the health and social care needs of adults who

are parents, and thereby young carers. Services and support are important but equally,

policy and systems to affect integrated working between child and adult service systems

are necessary to bring about real and lasting solutions and change. To this end there

needst o be greater understanding of the interpla
provision.

42. The New Deal for Carers presents an opportunity to foster systems improvements,
increase resource and support for young carers and their families, and introduce drivers
and status which force attention on the needs of young carers and the parent/carer. The
New Deal has the potential to champion young carers and improve their visibility across
adult health and social care services.
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43. The following recommendations are made with this is mind. They are intended to
reinforce those made through the national organisations and networks for young carers.

e Young carers are children first and need to be cared for and protected as
children. The New Deal for Carers must be explicit about the imperative to
contribute to all five Every Child Matters outcomes.

e Young carersod6 needs are similar to adult ca
children.

e Young carers are entitled to caring services and need the support of adults to
access them.

e Young carers often put othersdé needs first
own needs.

e Young carers aged 16 1 17 should be able to stay in education and still receive
carersodo all owance.

e Ensure young carer sod lkesandthatasmssmentslaad® undert
services and support, not only for themselves but also for the person needing
care T thus reducing their level of caring responsibilities.

e Ensure that disabled parentsdé assessments i
in their parenting role and as a disabled person.

e Ensure that direct payments and individual budgets are accessible and meet the
needs of young carers and their families.

e Implementation should be monitored to ensure that adult health and social care
services at all levels acknowledge & recognise parents and children and take the
necessary steps to ensure that the children who most need it receive
assessment and support.

e The review should offer funding to enable localities to carry out whole systems
improvement, new ways of working and capacity building work. The result of this
work should be better service outcomes for young carers as a result of improved
joint working between child and adult services.

e The review needs to be explicit about how it intends the review to work
preventatively to stop children and young people becoming young carers

e The review needs to forge active and transparent links for implementation with
other policy arena (such as Every Child Matters, improving access to
psychological therapies; self-directed care, individual budgets and direct
payments).
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1. Introduction

1.1 IMPACT i the International Impact Assessment Consortium i based in Public Health
a WHO Collaborating Centre at the University of Liverpool, was commissioned by the
Care Services Improvement Partnership (CSIP) in the North West to undertake a Health
| mpact Assessment (HIA) of the i mplementation
(OHOCOS) in order to assess the health effects of this policy on young carers. However
a HIA Steering Group was responsible for defining the purpose and scope of the HIA: to
raise the profile of the potential health impacts of OHOCOS on young carers, currently a
hidden group of young people with specific and often unmet health needs. This HIA has
had a national scope, but also undertook a regional analysis of the potential impacts. In
addition to assessing the differential distribution of these potential effects by region,
other variations, e.g., by population sub-groups, have also been considered.

1.2 There are several definitonso f 6 y o usd gor thegpurmose of this report the
following definition has been used:

"Young carers are children and young persons under the age of 18 who provide care to
another family member, usually an adult, who has physical illness/disability; mental ill-
health; sensory disability; has problematic use of drugs or alcohol or is HIV positive. The
level of care they provide would usually be undertaken by an adult and as a result of this
has significant impact on their normal childhood."

1.3 HIA is concerned with improving health and reducing health inequalities. The aim of
HIA is to inform and influence policy decision-making by enabling decision-makers to
consider the health implications of their policies during the policy planning process. Itis a
systematic process, which aims to identify what the potential health effects of a new
policy, strategy, or project, such as OHOCOS might be on a particular group of people,
such as young carers. HIA can be done at international, national, regional, City or even
ward level. It considers which key health determinants, e.g., education, income,
relationships, will be affected and how this in turn will impact on the health and well
being of the population. In addition HIA considers whether the policy will affect our
physical, emotional and social well being, as well as possibly affecting ill health.
Recommendations are then made to the policy-makers to mitigate against health risks
and enhance health benefits.

1.4 This report will describe the scope of the assessment, including the methods and

process, the data collected and the evidence defined from these data. The potential

health impacts emerging from the analysis of this evidence will then be defined in broad,
qualitative terms. Finally, conclusions and recommendations are presented. A summary

report was sent to the Department of Health in December 2007 (appendix) to feed into

the National Carersdéd Strategy Review Group.
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2.Summary of o6Our health, our care, o

21l n 2006 the G r me
(OHOCOS) ( DH, 2

defined four goals:

ove
006

U Better prevention services with earlier intervention

i Morechoice and voice to health O6consumer so

i More work on tackling health inequalities and improving access to community
services

U More support for people with long term needs

2.2 As such OHOCOS seeks to further develop themes to support more patient choice,
more access and better co-ordination in health and social care, whilst promoting more
prevention and self-care, care closer to home and competition between community
providers.

2.3 Various policy initiatives have bea@n
example:

U An emphasis on commissioning - specifying, securing and monitoring services based
on population needs

U Direct payments in social care and piloting of individual budgets

U Integrated personal health and social care plans offered to all patients with long term
conditions

U Joint health and social care managed networks (teams) and joint records

U Pilot sites to develop new models of community-based care

i Encouraging new independent and voluntary providers to compete to provide
community services

U NHS & LdHecksd

U Trials for direct, self-referral for patients for some community services such as
physiotherapy

U Joint local authority-PCT commissioning aimed at improving healthy living and well
being

i More accessible GP and Out Of Hours (OOH) services

2.4 In relation to carers, OHOCOS directly impacts on patients or service users with
changes in what and how health and adult care services are commissioned and
provided; through them, their children and/or other family members who may also care

n nt published the White P
a). This sets t HBeye®Bolver nment

annou

forthemarealsoaf f ect ed. More specifically, OHOCOS pr

improving support through a range of measures including:

i A new National Carers Strategy with key themes i income, employment, health and
social care, equality

U Establishing a new information service and helpline for carers

Home-based emergency respite support

i Expert Patients Programme for Carers

o

2.5 However there was only one reference to young carers in the White Paper.
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3. Methodology

3.1 This section describes the methodology, methods and procedures used in this HIA,

together with the limitations of the study.

Methods and procedures

3.2 The assessment was conducted using a validated generic HIA methodology (Figure

3.1) between

Figure 3.1 A generic HIA methodology

June and

Screening

—

October

Policy analysis

\/

Scoping

——

Profiling

——

Conduct assessment

Qualitative and quantitative
data collection

——

—~—

Report on health impacts
and policy options

Impact analysis

——

Monitoring

——

Establish priority impacts

——

Impact and outcome
evaluation

Recommendations
developed

Process evaluation

Source: Abrahams et al, 2004

200 d@tely 30 MyACT 6 s

3.3 The scope of the assessment was determined by the OHOCOS HIA Steering Group.

The aim was defined as:

do identify the potential health effects of the implementation of the White Paper,

60ur heal t h,

our car e,

our

irsEnglabd, ibcD#Q ®OS) , on

differential distribution of these effects at a regional level, by undertaking a HIA using a

validated generic HIA methodology. 6

The aim of the HIA was added to as follows:

i to ensure that OHOCOS does not result in more children becoming young carers

U to ensure that existing young carers do not face additional hardship
U to contribute to the construction of policy which reduce the numbers of young carers,
or the burden of their care, by removing some of their caring responsibilities

Source: Consensus building workshop 02/11/07

3.4 As the HIA was being undertaken after the implementation of OHOCOS but during

the review of the National Carers6

analysis.
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3.5 At the inaugural HIA Steering Group in June 2007 the scope of the HIA was
discussed; following an initial policy analysis and brief literature review IMPACT
presented proposals for the scope of the HIA, e.g., the health determinant categories to
be explored, policies to be analysed and databases to be searched which were then
refined by the Steering Group. Reflecting the terms of the agreed contract with CSIP the
report development process including hosting a consensus building workshop with
stakeholders to prioritise the impacts and agree recommendations was also confirmed.
The outputs from the scoping discussion were that IMPACT would:

U undertake a policy analysis
U collect data to provide a profile of the current context of young carers and their
health,

O undertake a review of the |iterature o
U identify stakeholders, define a sample frame, develop tools, and facilitate interviews
with policy-makers (national) and service leads (regional), and focus groups with

young carer workers from the North West

U analyse and synthesise evidence from the data collected and characterise health
impacts

U prioritise the impacts and define recommendations

U undertake an evaluation of which recommendations were incorporated into the new
Carersd Strategy

3.6 Following the HIA Steering Group meeting the agreed scope of the HIA was
summarised in a scoping report defining the health determinant categories that would be
explored, a document map for the policy analysis, a data map of the indicators which
would ideally be collected and a stakeholder map with stakeholders for interview. In
addition, some young carer project workers agreed to facilitate groups with young carers
using specifically-designed methods and tools, and email discussion groups were used
to gain a regional perspective from young carers and their workers.

3.7 The policy analysis involved identifying the policy context of OHOCOS by analysing
the strategy and associated officialt Gacae
(DH, 1999), O6Every Child Mattersé (DfES,

3.8 Developing the profile involved searching, collecting and analysing secondary data
from a range of datasets, e.g., on the prevalence of young carers, in order to establish a
socio-demographic context for OHOCOS.

3.9 Brief reviews of relevant evidence from the published literature on the potential
relationship betweenthepr oposal s for the O6new deal for
being of young carers were searched for, as well as on the impacts of integrated care.

3.10 Impact analysis, the characterisation of health impacts, was based on the analysis
of all evidence that had been collected by October 2007.

3.11 Practical recommendations, where possible evidence based, were then made to
address the impacts identified. A consensus building workshop enabled stakeholders to
comment and prioritise the impacts, and define additional recommendations.

Limitations

3.12 There were a number of limitations to this study. Whilst data on carers are routinely
collected, e.g., through the Census, the range of data on young carers is fairly limited;
this had implications in setting the current context. Related to this there were also
concerns about the quality of existing data and so their reliability. In addition to data
availability and quality issues there were also issues regarding gaining access to data
via some stakeholders. Finally, although there is always a necessary compromise
between brevity and rigour in any study, the time and resources available prevented
multiple methods being used or the piloting of tools, involved stakeholders self-selecting,
and limited the scope of the regional analysis.
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4. Policy analysis
Introduction

4.1 This section presents an analysis of OHOCOS and associated policy documents.
The analysis examines the rationale and context of OHOCOS, the synergy of the White
Paper with other national and international policies and the implications for its
implementation, particularly with respect to young carers and their families.

Document map

4.2 A document map was developed defining relevant legislation and policies against the
health determinant areas identified during scoping; the health determinant areas
included education, employment, income, leisure, social capital, health-related behaviour
and health and care services.

Table 4.1 60ur health our care oulHIADRogumeneMad Young Car €
Legislation/Policy relevant to Young Carers

Our health our care our say i a new direction for community services (DH, 2006a)
Our health our care our say i making it happen (DH, 2006b)
Our health our care our say i one year on (DH, 2007a)

UnitedNatons 6 Convention on the Rights of th
The Children Act 1989

Carers (Recognition and Services) Act 1995

Human Rights Act 1998

Caring about Carers: A National Strategy for Carers (DH, 1999a)

Framework for the Assessment of Children in Need & their Families (DH, 2000)

Carers & Disabled Children Act 2000

The Carers (Equal Opportunities) Act 2004

Carers & Disabled Children Act 2000 and Carers (Equal Opportunities) Act 2004
Combined Policy Guidance (DH, 2005a)

The Children Act 2004

Every Child Matters (DfES, 2004)

Reaching Out (CO, 2006)

Policy Review of Children and Young People (HMT, 2007)

National Service Framework (NSF) Mental Health (DH, 1999b)
Tackling Health Inequalities (DH, 2003)

Choosing Health (DH, 2004a)

NSF for Children, Young People & Maternity Services (DH, 2004b)
Independence, well being & choice (DH, 2005b)

Health Reform in England: update & next steps (DH, 2007b)

NSF Long term conditions (DH, 2005c)
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Review

4. 3 60Our heal t h apewdireaia foecoromumity sersice s 6 ( DH, 2006 a)
sets the agenda for the delivery of a new 6who
order to improve health and well being for all and reduce health inequalities. The 227

page strategy indicates that the dominance of the acute healthcare sector of the NHS is

to be replaced with a shift in focus to community services, as well as supporting people

in managing their own care. Although OHOCOS fails to define the specific scope of
6community serviceso6 it cert ammuiypeaihmad udes pri
social care services. Fundamentally, the White Paper prioritises future spending growth

in community services rather than the acute sector and although it is unclear about the

level of resource transfer it refers to a transfer of 5% of hospital budgets in England

transferred to the community sector i estimated by some (Hudson, 2006) at £2.4 billion

a year by the end of the period.

4. 4 To achieve this, the White Paper suggests
away fromitscurrentpat t ernd (p. 16) and for dénothing | es:c
the way health and soci al care operatesd6 (p.15
in OHOCOQOS, it implies integration between health and social care at system level, as

well as organisational level going beyond discrete ad hoc partnerships but falls short of

structural reorganisation into Care Trusts at this moment in time. With this there is an

i mplicit acknowl edgement that measures to real
Heal t h Act oOfl exi bil it i es 6odate. Clnicabamckservideess t han
integration are also referred to in terms of integrated care plans and pathways.

4.5 The rationale described in the White Paper is the changing needs and expectations
of patients and carers, their requirement for more control over their health and care and
for care to be more personalised, to meet their needs rather than the needs of the
service. The growing prevalence of people with long term conditions and complex care
needs, increasing at a rate of a million people per decade, and utilising an estimated
80% of NHS costs (Wittenburg et al, 1999), is another key driver for change. And finally,
the White Paper expresses concern that current trends in health-related behaviour, e.g.,
diet and obesity, will lead to future health problems, with implications for healthy life
expectancy, and even greater demands on health and social services.

4.6 The proposals outlined in the White Paper to address these issues build on themes

in the Adult Servicesd Green Paper, Ol ndepende
and the NHS reform framework, 6Heal th Reform i
2007). Pivotal to this are the changes to the commissioning of health and social care.

New commissioning partnership between Primary Care Trusts (PCT) and local

authorities (LA) must now work jointly towards a single set of outcomes at a PCT/LA

level.

4.7 The White Paper also suggests that Practice-based Commissioning (PbC), where

individual or groups of practices are provided with indicative budgets from the PCT to

commission services (except specialist services) for their practice populations, it

suggests wild/ be 6the health equivalent of 1ind
but with GPs acting on behalf of patients.

4.8 Associated with the joint LA/PCT commissioning plans, OHOCOS defines
expectations for greater integration of health and social care delivery, e.g., a Common
Assessment Framework (currently for adult services but to include children services
later) and integrated health and social care information systems to enable shared,
personal health and social care plans. By 2008 everyone with both long-term health and
social care needs is expected to have an integrated care plan; by 2010 everyone with a
long-term condition is expected to have a care plan. As part of this approach the
development of multi-disciplinary networks and teams will be encouraged with a single
point of contact and a case manager to organise and co-ordinate services, similar to how
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mental health teams currently operate. By 2008 all PCTs/LAs are expected to have
developed these joint health and social care managed networks.

4.9 In addition, the White Paper refers to the development of good local community
health and care facilities, e.g., step up/step down intermediate care, in order to provide
more appropriate care for people with complex needs. OHOCOS reinforces the duty LAs
now have to discuss the availability of direct payments i cash in lieu of social care i with
everyone at assessment and review. It also discusses proposals for individual budgets
where in addition to budgets from social care, funds from community equipment, Access
to Work, independent living funds, disabled living facilities grants and the Supporting
People programme can be pooled into a single sum and allocated directly to those who
are eligible for social services. Pilots for this are currently underway and it is expected
that national implementation will be rolled out in 2009/10. Para. 4.39 states that the
principle of individual budgets and direct payments will not apply to the NHS.

4.10 Other interventions to help improve health and well-being and prevent ill-health
include, e.g., access to psychological therapies for mild and moderate mental health
conditions and NHS Life Checks. There is also emphasis on self-care, including people
managing their own condition, e.g., by developing skills through the Expert Patient
Programme.

Analysis

Table 4.2 Summary of OHOCOS analysis in relation to young carers

U Lack of reference to young carers suggests they are an unrecognised or ignored
group i will the promised updated Strategy for Carers deliver for young carers?

i Focus on primary prevention may reduce the incidence or delay the onset of some
chronic illnesses and their associated care needs, include young caring

U Focus on secondary prevention may reduce acute episodes, but will increase
demand for care centred at home, include young caring

U Lack of clearly defined outcomes giveconc er n t hat OHOCOS6 vi
successfully implemented

i Policy/intervention conflicts exist in OHOCQOS particularly with regard to reducing
inequalities 1 this will disproportionately affect young carers and the family members
they care for

U Poor governance arrangements increase the risk of policy failure i this will
disproportionately affect young carers and the family members they care for

U Greater integration may blur health and social care roles, resulting in more care
being means-tested (as opposed to free NHS care) and greater family caring,
including from young carers

i Greater integration and more personalised care is potentially positive for services
users and their family carers

i Potential funding pressures in implementing OHOCOS may result in a reduction of
some services | this may affect the family members young carers care for

U Further marketisation of the care system may threaten continuity of care affecting
service users and their carers

4.11 A detailed analysis of the potential system impacts of OHOCOS and in turn how
these will affect service delivery to users and carers, including young carers is provided
in the appendix. Carers get very little mention in the White Paper and young carers even
less; the policy offers a mixed bag for them. On the one hand the focus on prevention,
more integrated, personalised care and care closer to home are potential positives for
families and their carers; on the other hand, the move to enhance self-care and with it
the devel opment ofrs&df oirmat hé ex@rehadlengeda o fe
health and social care system suggest a greater onus will be placed on all carers with
fewer people become eligible for care and carer support. Once again the marketisation
of health and social care could exacerbate this further with continuity of care potentially
affected on the arguable justification of cost efficiency.
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4.12 However chapter 5 refers to a new deal for carers and within this the revision of the
carersod6 strategy:

®.52 We willupdateandext end t he Prime Ministerdés 1999
and encourage councils and PCTs tThe nomi nat e
updated strategy wil!/| reflect devel opment s

carer sd assess maMewill veork dith stakeheldess fo cansuly detekop

and issue a revised cross government strategy that promotes the health -dedyelf

carers, including the particular needs of younger carers, and includes the use of universal

services. 0
OHOCOS chapter 5, p.124

4.13 The rights of carers, including young carers, have developed over the last 10 years
or so. Under the Carers (Recognition and Services) Act 1995 any individual of any age
who provides or intends to provide a substantial amount of care on a regular basis is
entitled to request an assessment of their ability to care and to continue caring. Local
authorities are required to take into account the results in that assessment in making
decisions about the type and level of community care services to be provided to the
cared for person. It is understood however that in practice very few young carer
assessments are conducted under this legislation. The Carers and Disabled Children Act
2000 made 4 principal changes to the law to offer new support to carers to help maintain
their health and well being, but applied only to people over 16 years old. It gives carers a
right to an assessment independent of the cared for person and local authorities the
powers to supply services directly to carers. It is also empowers local authorities to make
direct payments to carers (including 16 and 17 year olds). Finally it provides local
authorities with powers to provide short term break voucher schemes with flexibility built
into when these can be taken and the power of local authorities to charge carers for their
services.

4. 14 The Carers (Equal Opportunities) Act
better opportunities to |Ilead a more fulfi

about their rights to receive an assessment under the 2000 Act. The assessments
should now consider the carero6s wishes i
work activities. In addition there should be co-operation between public bodies such as
housing, health and education, in the planning and provisions of services for carers.
However most young people under 18 who are carers will be assessed under the
Children Act 1989. It is understood that this still obliges the assessor to consider a young
carers wishes regarding work, education and leisure with respect to the 2004 Act. The
reality however is that there are issues

Act 1989 and the Carersod Act 2000 ; in add

break voucher schemes, do not apply to young carers.

4.15 As such there is a hotchpotch of legislation providing rights and entitlements to

carers and young carers but which fail to
adequately assessed and theirrightsenf or ced. Ther e is concern

strategy will not address these shortcomings, that more young carers will become

6hi ddenbé, unrecognised or ignored. OHOCOS

of young carers will be addressed.
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5. Profile
Introduction

5.1 The purpose of the health profile is to provide the health and socio-demographic
context of OHOCOS, helping to understand the
and the particular population groups that may be affected. The profiling has involved

collecting and analysing secondary (existing) data on a number of indicators -

measurable variables that reflect the state of a community or groups in a community -

that relate to the content and context of OHOCOS.

5.2 The profile contains, where available, trend (time series) data and local level data.
Trend data illustrates changes over time, and local data illustrates local variations in
health/health determinants and the inequalities that exist at local levels. Figure 5.1 below
shows the categories of indicators that are typically included within a health profile.
These are not discrete categories and some indicators fall into more than one category.

Figure 5.1 Health Profile Indicator Categories
Broad Indicator
L Cateqgories )
| | |
[ Population ] [ Health Status ) [Health Determinants ]

(" Ethnocultural structure ( General Health ) Living and working conditions |
(. | J J

( Population structure ( Births & deaths ) Economic/employment )
conditions
(. (. I J J
f Population change (births, ( Cause of death ) Lifestyle factors
deaths & migration)

Morbidity and disability ) Biological factors (see
population)

Life expectancy ) Sacial and cultural indicators |
J

J

5.3 The geographic unit of analysis for this HIA is the population of England and the
regions within England. Units of analysis are the areas/topics that are the focus of the
analysis of the HIA. Examples of units of analysis include geographies, groups,
individuals or social interactions. Secondary data (information that has already been
assembled, having been collected for some other purpose) are used within health
profiling. This has its advantages and disadvantages. The advantages of using
secondary data are that the data are readily available, wide ranging, often high quality
and routinely collected; as such they are usually readily accessible and their assembly is
far more resource efficient than when collecting primary (new) data. The disadvantages
are that the data are sometimes insufficiently detailed and do not always fit exactly to the
HIAs units of analysis; e.g., data may be available for the UK or Great Britain and not
England or the region in question. Where England data were not available, UK or Great
Britain data have been used in their place; where available, regional data has also been
supplied. Finally, data relevant to young carers have been accessed and are presented.

5.4 Large scale, regular surveys of young carers in the UK are very limited in number,

range and depth of data; data on young carers within larger routine survey are also

|l imited. The primary sources of data for this
the 2004 Resultsé6é (Dear den an dndBeGekear |, 2004) ,
Household Survey (GHS). The results from the GHS and the Census 2001 are mostly

OHOCOS - Report - FINAL VERSION a.doc 23



limited to the numbers of young people providing unpaid care, the hours spent caring

and the self reported health status, including limiting long term iliness, of young carers. A

wi der and more detailed range of information i
in the UKO&6. This was the | argest survey of its
6,178 young carers.

5.5 In the absence of further detailed data from large scale quantitative studies of young
carers, the findings of smaller scale surveys and qualitative studies have been included.
It is believed that these data are under-estimates of young caring.

Characteristics of young carers

Table 5.1 Age and number of young carers, by hours caring per week, age and
number of young people and percentage of young people caring (in
England and Wales)

1-19 20-49 50+ Total no. | % Young | England | % Young
hours hours hours carers & Wales | people
caring

0-4 0 0 0 0 0 [3094357] | O
5-7 4161 512 792 5465 4% 1944712 | 0.3%
8-9 6361 610 863 7834 5% 1363260 | 0.6%
10-11 | 13727 1180 1360 16267 11% 1385125 | 1.2%
12-14 | 39983 3429 2982 46394 31% 2039950 | 2.3%
15 18265 1865 1272 21402 14% 671626 3.2%
16-17 | 43179 5717 3684 52580 35% 1304889 | 4.0%
All 125676 13313 10953 149942 100% 8709562 | 1.7%
Al% | 84% 9% 7% 100%

Source: 2001 Census, ONS

5.6 As table 5.1 indicates figures from the 2001 Census show that there are 149,942
young people in England and Wales between 5 and 17 years who provide informal care;
this represents 1.7% of this age group. 10,953 of these provide care for 50 hours or
more per week (7.3% of young carers).

5.7 This prevalence of young carers compares with a total of 5.2 million people providing
unpaid care in England and Wales; so young carers account for 2.9% of total carers
(ONS, 2003). The 2001 Census was the first time the question about caring
responsibilities was asked; the responses show that 68% (3.56 million) of all carers
provide care for up to 19 hours a week, 11% (0.57 million) for 20 to 49 hours and 21%
(1.09 million) for 50 or more hours per week.

5.7 Dearden and Beckerodos UK study (2004) indic
and 44% boys with girls are more likely to be involved in all aspects of care, especially

domestic tasks and intimate care. The ethnicity of the young carers in this study was

predominantly white (84%) with African Caribbeans the largest minority group (3%). It is

likely that this does not accurately reflect the level of care undertaken by young carers

from different ethnic minority groups and may be an issue with reporting and

engagement (Afiya Trust, 2007).

5.8 Evidence from the 2001 Census (ONS, 2001) and the General Household Survey
(GHS) (ONS, 2006) shows that as with young carers, women are more likely to be
carers than men with 3.4 million (58%) women carers and 2.46 million men carers
(42%). Similarly women are more likely to carry the main caring responsibility where
there is more than one person with this responsibility.

5.9 I n terms of trends in caring, Huttonds ana
Survey (1991 to 1995) and the Family and Working Lives Survey (1995) has found that

caring during the 1990s increased. In addition there was a high turnover of carers with a

decline in less intensive caring between households, e.g., between neighbours and

friends.
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Young carersd® caring relationships

Table 5.2 Relationships of people with care needs to young carers, as a proportion
of all people with car e needs

Person with care needs %

Mother/step-mother 52% (3617)

Father/step-father 14% (959)

Sibling 31% (2142)

Grandparent 3% (197)

Other 1% (77)

Total 101% (6992)

Source: Dearden & Becker, 2004
NB Percentages do not add up to 100 due to rounding

5.10 Table 5.2 shows the relationship of people with care needs to young carers. 12% of
carers were caring for more than one person, but in common with other surveys the
Dearden & Becker study showed that mothers were most in receipt of care; however
when the family structure is taken into account this differs (as shown in table 5.3). The
high percentage of women receiving care in lone parent families reflects that most lone
parents are women. In two parent families caring for a parent may be shared, but there
is proportionately more caring of siblings.

Table 5.3 Family structure and people with care needs

Person with care needs Lone parent Two parent All families
family family

Mother 70% 44% 59%

Father 7% 26% 16%

Sibling 24% 46% 33%

Grandparent 6% 4% 4%

Other 2% 3% 3%

Source: Dearden & Becker, 2004
NB Percentages do not add up to 100 as in some cases young carers are caring for more than one person

5.11 The care needs within the family can be broadly categorised into the following
(table 5.4):

Table 5.4 The health problems of people with care needs
lliness/disability %

Physical health 50%

Mental health 29%

Learning disabilities 17%

Sensory impairment 3%

Total 99%

Source: Dearden & Becker, 2004
NB Percentages do not add up to 100 due to rounding

5.12 Table 5.5 breaks down the people with care needs in the family and their condition.
These categories were synthesised from over 8000 different conditions. For example,
63% of siblings with care needs had learning difficulties, whereas learning difficulties
accounted for 19% of the care needs of parents and grandparents. Parents were more
likely to have physical and mental health problems, including alcohol and drug problems.
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Table 5.5 The nature of the illness/disability of people with car e needs
Physical Mental health | Learning Sensory
health disabilities impairment
Mother 57% (2056) 50% (1799) 7% (239) 4% (153)
Father 65% (625) 43% (414) 7% (72) 8% (81)
Sibling 49% (1048) 10% (222) 63% (2029) 3% (61)
Grandparent 88% (174) 19% (37) 5% (14) 6% (19)

Source: Dearden & Becker, 2004
NB Percentages do not add up to 100 since many people had more than one condition

5.13 Young carers are not an homogenous group. The caring tasks provided vary with
the health or disability needs of people. Two thirds of the young carers provide domestic
help such as cooking, cleaning, washing and ironing. 48% provide general care which
includes nursing-type tasks such as giving medication, changing dressings and assisting
with mobility. Emotional support i providing supervision, cheering people up, etc 1 was
provided by 82% of young carers; the highest level of emotional support was provided to
people with mental health needs. The level of emotional support provided by young
carers nearly doubled between 1997 and 2003. 18% provide intimate personal care; it is
most commonly provided where the person with care needs has a physical health
problem or disability. 11% also provide child care.

5.14 Caring can be a very long-term commitment for many children, and can start at an
early age. Over a third (36%) of young carers had been caring for 2 years or less, 44%
for 3-5 years, 18% for 6-10 years and 3% for over 10 yeatrs.

Geographical distribution of young carers

Figure 5.2 Young carers by region

Young carers by region

160000 O England
140000 B North East
o 158888 :: O North West
2 O Yorks. & Humber
= 20000 T B East Midlands
= 60000
40000 -+ O West Midlands
20000 1 :_ B East England
0 ﬂ O London
5-17 years W South East
Region B South West

Source: 2001 Census, ONS

5.15 Interestingly, the prevalence of young carers by region does not follow the same
pattern as for informal care as a whole. Here care is highest in the North East at 11%,
whereas the North West has the highest proportion of young carers at 16.5% (22917)
followed by London at 15.8% (22044). The North East has the lowest rate of caring by 5-
17 year olds according to the 2001 Census at 5.6% (7808), whereas London has the
lowest rate of overall care at 8.5%.

5.16 The prevalence and distribution of total unpaid care tends to reflect the ranking of
regional data on healthy life expectancy, self-reported limiting long-term iliness and age
standardised mortality rates (appendix); however this is not the case for care by young
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people. In this limited study it is not possible to identify the reasons for this anomaly; it
may reflect an issue of under-reporting (hidden young caring), cultural or demographic
differences.

Young carers and education

5.17 Educational difficulties for young carers have been found to be common (Dearden
& Becker, 1995, 1997, 2004). A 1995 study involving 640 young carers showed a
quarter of school age children miss school as a result of their caring responsibilities. This
compares with national figures of 5% of the school population absent at any one time
and 34% of year 11s occasionally absent (DfEE, 1999). One in three young carers of
school age were identified with educational difficulties when a broad range of indicators
were used such as receipt of educational welfare services, educational psychology
services or additional educational support, or referral to a young carers project. When
this survey was repeated in 1997 with over 2,300 young carers the proportion
experiencing difficulties had reduced slightly to 28%; a still greater reduction was
observed in 2003 with 22% reporting difficulties (table 5.6). It is not possible to determine
what this may be attributable to; however the increased awareness about young caring
as a social issue in the 1990s and the associated policy and resource interventions may
have contributed to this. Interestingly the rate of educational difficulties varies with the
condition of the person they care for, e.g., four in ten children caring for someone who
misuses drugs or alcohol have educational difficulties (Dearden and Becker, 2004).

Table 5.6 Proportion of Young Carers Missing School or Experiencing Educational
Difficulties

Age group 1995 1997 2003

5-10 20% 17% 13%

11-15 42% 35% 27%

All 5-15 33% 28% 22%

Source: Dearden and Becker, 2004

5.18 Educational disadvantage is experienced in different forms. Concentration issues
associated with anxiety and low attainment associated with absence have been reported
in small scale qualitative studies (Dearden & Becker, 2002). Bullying is another problem
although it is not always associated with caring responsibilities; 71% of young carers
reported being bullied compared with 68% of all school children (Crabtree & Warner,
1999).

5.19 Young carers experiencing educational difficulties may have significant implications

for their future. In Dearden and Becker's (2000) study of 60 young carers, 10 out of13 16

year olds had no GCSEs and five of 242Byear olds had no GCSEs, compared with 2.2%

(14,346) of all 16 years olds who left school with noSES (Hansard, 2007). Low attainment,

poor attendance and timekeeping records at school can also affect career opportunities. Of the 24
19-25 year old former young carers only 10 were in employment, only one of thesméull

Whilst the limitations of thg small study are recognised it may give an indication of the future
challenges many of these young carers will face.

OHOCOS - Report - FINAL VERSION a.doc 27



Young carersd® health

5.20 An analysis of the 2001 Census data indicated that the self-reported health of 5.2%

(773) children in England and Wales under 16 years who provided more than 20 hours

of care was classed as 6not goodo hijderoagealn et al
under 16 years old in general reporting the best health in the population, with 99%

having good/fairly goodheal t h ( ONS, 2007). Carers UK6s analy
found all carers for 50 hours a week or more are twice as likely to be in 'not good health’

as those not caring (21% against 11%) (Carers UK, 2007).

5.21 There are considerable limitations in the data that are available, however it has
been suggested that the extent and type of caring does not predict how the health and
well being of a carer may be affected (SCIE, 2005). It is also difficult to disentangle the
impact of caring from the other socioeconomic variables, e.g., income deprivation, social
exclusion, on young carersod experience.

5.22 In terms of the immediate or early effects on physical health, some young carers
report feeling tired as a result of their caring role. Young carers involved in lifting
physically disabled relatives can also experience muscular skeletal problems (SCIE,
2005). These effects have also been reported by adult carers. 1 in 5 adult carers
reported feeling tired; this increased to 52% with increased hours of care. (ONS, 2007).

5.23 Mental and emotional health issues associated with caring by young people have

been well reported (SCIE, 2005); these issues include anxiety, depression, stress and

low self-esteem. Anxiety is particularly associated with concerns aboutthei r par ent s 6
welfare when they are not there to look after them. This is especially so if the relative

receiving care has mental health problems and are at risk of self-harming. Other mental

health concerns included sleeping and eating problems and self-ham.

5.24 There is an increasing prevalence of mental and emotional problems and clinical

disorders in young people as a whole over the last 20 years or so (The Nuffield

Foundation, 2004); 1 in 10 children between 5 and 15 years in Great Britain have a

clinically recognisable mental disorder (ONS, 2004). Once again data deficiencies make

it difficult to disaggregate the caring role from other variables. The self-reported health of

al l carers show an average of 14% O50koars i ng dep
a week of caring; similarly an average of 20%
40% with over 50 hours a week caring.

Services for young carers

5.25 The assessment of young carers is a right under the 1995 Carers Act. One study
(Dearden & Becker, 2000) showed that only 11% (249) of a group of young carers
(2,303) had been assessed. For 108 of these the assessment had taken place under the
Children Act 1989, as children in need, and 87 under the 1995 Carers Act with 23
assessed under both. In 31 cases it was not clear which Act they had been assessed
under. Young carers from minority ethnic backgrounds were more likely to have been
assessed under the 1989 Children Act. Those caring for someone with drug/alcohol
problems were also more likely to receive an assessment under the Children Act (28%).

5.26 By 2004 the level of assessment had increased to 18% with 11% under the
Children Act (Dearden & Becker, 2004). There was no significant difference between
those that had been assessed and those that had not in terms of caring tasks or time,
age or gender. The only statistical difference related to ethnicity: young carers from BME
groups were more likely to receive an assessment and more likely to be assessed under
the Children Act. Similarly young carers from lone parent families (14%) were more likely
to be assessed under the Children Act compared with two-parent families (8%). As two
thirds of young carers from BME groups were living in lone parent families this might
explain the increased likelihood of a formal assessment. Children caring for a relative
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with a drug or alcohol problem were also more likely to be assessed under the Children
Act. These variations suggest a lack of clarity about the requirement to assess under the
current legislative system.

5.27 One study (Banks et al, 2002) reported that the support and assistance they get

from young carer projects is often the only support they will receive. Twenty per cent of

young carers and their families receive no outside support services other than their

contact with the young carersé project of whic
increase of 150 since 2000.

5.28 In contrast around 388,000 carers were offered an assessment or review between
1 April 2005 and 31 March 2006; 339,000 (87%) were taken up. Around 91,000 of these
carers were assessed or reviewed separately from the client they care for. Of the
339,000 carers were assessed or reviewed (11,000 fewer than 2003-4), an estimated
284,000 carers (84%) received a service following a carers assessment or review
compared to 74 per cent in 2004-05.

6Hi ddend young carers

5.29 It is generally agreed that official statistics of young caring do not include all young
carers and of those identified only a very small proportion are assessed for support.
There are many reasons that have been suggested for young carers not being identified,
including blurred boundaries between adults an
of their own entitlements, reluctance to seek formal help, or not seeing themselves as
carers. Becker (2004) has indicated that at least 6% of all children living in a family with
illness and disability will be young carers; this does not include children caring for
parents who misuse alcohol or drugs as the data are too unreliable. In addition children
caring for parents with mental health problems often remain hidden for fear of family
separations or child protection procedures being invoked; in practice it is likely that they
also provide more care as packages of care have been inflexible, inconsistent and
fragmented.

5.30 As such to date the data that has been collected to examine the experiences of
young carers has relied on young carers in touch with either services or projects.

Data limitations

5.31Although there has been much research activity into young carers, the caring they
undertake and its effects since the 1990s, it is acknowledged that there are still data
gaps that need to be plugged (Becker, 2005). For example there is a limited range of
routine data collected, the dataset of small scale studies is often incomplete (only young
carers accessing projects) and there are few longitudinal studies that have examined the
long term effects of caring on the life chances of young carers.
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6. Evidence from th e literature
Introduction

6.1 This section presents evidence from the literature and publications on young caring

and its impact on the health of young carers, including health outcomes. In addition,

evidence of the effects of integrated care as described in OHOCOS was examined.

Electronic databases at the Young Carers Research Group (Loughborough University),

Centre for Reviews and Dissemination and Social Policy Research Unit, York, the World

Health Organisation (Health Evidence Network) were searched; similarly, publication

databases at Care Services Improvement Partnership, Carers UK, The Princess Royal

Trust for Carers, Barnados, The Childrenbdés Soc
also searched.

6.2 The limitations of the HIA prohibited a comprehensive literature search. As such the

searchpri oritised 6reviews of reviewsd and system
strongest evidence of effect (level | evidence). Unfortunately no reviews were accessed

on young caring, although review level evidence on the effects of integrated care was;

however, a significant number of single studies were yielded from the search

(bibliography) with approximately 30 being the main source of evidence for this project.

It has not been possible to review the research design of all of the single studies

identified and as such it is not possible to comment on their quality and the findings from

these. However where a number of single studies reinforced each other this was

considered reasonable evidence (level lll/1V evidence).

The health effects of young caring

6.3 There is a growing body of research evidence that show many young carers
experience one or more of the following negative impacts on health determinants:

Table 6.1 Negative effects of young caring on health determinants

i Poverty and social exclusion (Dearden & Becker, 2000, 2005);

i Educational difficulties (Marsden, 1995; Dearden & Becker, 1998, 2004; Crabtree &
Warner, 1999; Carers Association of Australia, 1997);

U Restricted opportunities for social networking (Bilsborrow, 1992; Aldridge & Becker,
1993; Dearden & Becker, 1995, 1998, 2004; Thomas et al, 1993);

i Limited opportunities for taking part in leisure and other opportunities (Aldridge &
Becker, 1993);

U Limited horizons and aspirations for the future (Becker & Aldridge, 1993; Dearden &
Becker, 2000);

U A sense of stigma by association (especially where parents have mental health
problems or misuse alcohol or drugs, or have HIV/AIDS) (Landells & Pritlove, 1994;
Alexander, 1995; Imrie & Coombes, 1995; Aldridge & Becker, 2003; Evans, 2005);

i Alienation from peers from lack of understanding (Aldridge & Becker, 1993, 1994;
Dearden & Becker, 1998);

U Alienation from professionals from fear of intervention/separation from family if
circumstances become known (Aldridge & Becker, 1993, 1994);

0 Keeping silent from fear of public hostility or punitive professional responses
(Aldridge & Becker, 1993; Crabtree & Warner, 1999; Frank et al, 1999; Aldridge &
Becker, 2003);

i Significant difficulties in making a successful transition from childhood to adulthood
(Aldridge & Becker, 1999; Dearden & Becker, 2000; Frank et al, 1999).

6.4 The short term effects on education also had longer term impacts particularly on
career or employment opportunities. Career and job opportunities were sometimes
influenced and restricted by their caring; e.g., influenced by the skills gained by caring
but restricted by the lack of formal qualifications (Dearden & Becker, 2000). There is a
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comprehensive evidence base (e.g., Acheson et al, 1998) on the negative long term
effects of low educational attainment on adult health by influencing employment and
income as well as lifestyle choices.

6.5 There is some evidence of various health outcomes associated with young caring,
especially mental and emotional health impacts:

Table 6.2 Negative effects of young caring on health outcomes

U Stress, anxiety, depression and low self-esteem (Dearden & Becker, 1998, 2000;
Banks et al, 2002; Shah & Hatton, 1999; Frank et al, 1999; Armstrong, 2002);

U Eating problems, difficult in sleeping and self-harm (Frank et al, 1999; Doran et al,
2003);

U Tiredness (Banks et al, 2002; Dearden & Becker, 2004; Frank, 1995);

U Musculoskeletal problems associated with lifting (Frank, 1995; Frank et al, 1999).

6.6 Although one study (Banks et al, 2002) was able to demonstrate that young carers
have an additional mental health burden compared to non-carers, others (Cree, 2003)
have also pointed out that it is not possible to determine how far it is their role as young
carers that is contributing to these problems as opposed to other mental health or
socioeconomic variables. Carers UK (2004) showed that 16-24 year old carers were
significantly more |ikely (over JQardasioltes) to be
same age. Evidence from caring over time from adult carers suggests that caring is
associated with an increased risk of onset of and delayed recovery from anxiety and
depression; these morbidities rise during the first year of caring and do not return to
former levels as caring continues (Hutton, 2002; Hutton & Hirst, 2000). One study
looking at carers over 16 years old found that six out of ten carers undertaking
substantial care said financial difficulties were a worry for them (Singleton et al, 2002).
There is some evidence that many young carers also experience bullying and anxiety
about bullying; this has been found in a study comparing young carers and children who
were non-carers (Cree, 2003).

6.7 There is some evidence suggesting that the length of time a child performs a caring
role may determine the problems they have with their health, education and social
development. Children and young people who have been caring only for a short while

report few worries or problems, and tmose who
remember 6 report a similar | ack of anxiety; it
because they have developed coping strategies (Cree, 2003). The middle group who

have been caring for o6quite a |l ong timed repor

have increasing responsibilities but have yet to develop coping mechanisms or
knowledge of their role (Cree, 2003).

6.8 Two studies have reported some young carers experience positive impacts

associated with caring. There was some evidence thatcaringde vel oped a chi |l dbés
knowledge, understanding, sense of responsibility and maturity as well as a range of life

and social care-related skills. Caring also helped to develop closer, loving relationships

between parents and children. However there were costs associated with these benefits

(Dearden & Becker, 2000). Children caring for parents with severe mental iliness have
reported feeling | ess anxious about their pare
control and have direct involvement in the provision and management of their care. In

contrast outside the family domain they can often feel isolated and unrecognised by

health and social care professionals (Dearden & Becker, 2003).
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Table 6.3 Positive effects of young caring on health and development

i Some young carers develop a range of caring and transferable life skills from their
young caring;

U Young caring had resulted in mature and responsible behaviour by young carers;

Some young carers may develop empathy and understanding for those they care for;

U Young caring has also led to closer, loving relationships.

: O

6.9 Not all young carers will experience these various emotional, developmental and
physical effects from being a young carer. It is not known if there are common caring
characteristics that influence these negative (or positive) effects. Similarly the extent
young caring plays in addition to other variables such as low income, poverty and social
exclusion is also unknown.

Risk factors

Table 6.4 Summary of the evidence of young carer risk factors

U Certain factors are associated with becoming and remaining a young carer: the
nature of the illness/condition, love/attachment, co-residency, socialisation, a lack of
choice in caring alternatives, low income, family structure (lone parent households,
single child), gender (girls);

U Young carers are more likely to grow up in poverty, be socially excluded, have
educational difficulties, low aspirations and achievement, and have relationship
issues;

U Young carers often experience higher levels of bullying or anxiety about bullying
compared with non-carers;

U Young carers sometimes feel stigmatized or misunderstood as a result of their caring
role, by both their peers and schools;

U Young carers may experience long term negative effects, including successful
transition to adulthood and on job and career opportunities;

U Structural factors associated with young caring, e.g., low household income, are
thought to have a more significant effect than the role of caring itself, or family
characteristics;

U Negative outcomes associated with caring may be ameliorated by family-focused
positive and supportive interventions by education, health and social care
professionals;

i Poor joint working between adult and children services in some areas has meant
services for young carers have not been provided,;

U Young carers often feel that professionals have little understanding of what was
happening in the family and ignored or did not take into account information they
provided.

6.10 Some evidence (Dearden & Becker, 2000) suggests that the primary factors
determining whether a young person experiences negative outcomes associated with
unpaid caring and difficulties in making a smooth transition to adulthood are low family
income and the absence of family-focused positive and supportive interventions by
education, health and soci al care professi
factors6 play the more significant role t
research is needed to confirm this.

6.11 The existing evidence base indicates that a range of factors determine whether a
young person becomes and remains a young carer and that these interact in a complex
usually unique way for any given family. The extent of the current research has not been
able to reveal any specific patterns enabling prediction of young caring, however the
following factors have been identified as contributing: the nature of the illness/condition,
love/attachment, co-residency, socialisation, a lack of choice in caring alternatives, low
income, family structure (lone parent households, single child), gender (girls) (Becker et
al, 1998). Expectations based on religious or cultural conditions may also play a role
(Shah & Hatton, 1999; Jones et al, 2002). Interestingly these factors seem to have

OHOCOS - Report - FINAL VERSION a.doc 32



international relevance as they also explain why children in developing countries
become young carers (Robson & Ansell, 2000; Evans, 2005).

6.12 It is also noted that there is an extensive evidence base showing the relationship
between deprivation, including income deprivation, and poor health and that lone

parents, who are usually women, are more likely to be in poor health compared with the
general population or two-parent households (Ford et al, 1998; Benzeval, 1998).

Al t hough | one par e numstédnces ltaeibaer founchtamnnriorctheic i r ¢
health differences there was also found to be an additional effect as a result of being a

lone parent.

Interventions to support young carers

Table 6.5 Summary of the evidence of the effects of services on young carers

U Support for young carers is thought to protect their emotional health and well being;

U Parents and young carers report needing more support, shared and respite care;

U Some young carers refuse to seek help for fear of reprisals or being taken away from
their parent/s;

U Young carers sometimes feel stigmatized or misunderstood as a result of their caring
role, by both their peers and schools;

i Poor joint working between adult and children services in some areas has meant
services for young carers have not been provided,;

U Young carers often feel that professionals have little understanding of what was
happening in the family and ignored or did not take into account information they
provided.

6. 13 There is consistent eviarddewedgositivelaly young ¢
young carers. It has been said that this is the only setting where young carers consider

their problems and experiences to be valued, understood and recognised (Thomas et al,

2003; Becker et al, 2002; Shah & Hatton, 1999). Young carers and their parents have

also reported that they would like more shared care, respite care and more counselling

and emotional support (Banks et al, 2002; Jones et al, 2004; Shah & Hatton, 1999).

6.14 Several studies have also reported that support from social services is often

intrusive and of limited value (Jones et al, 2004; Eley, 2004; Banks et al, 2002; Dearden

& Becker, 2000; Shah & Hatton, 1999). One stud
services did not communicate or collaborate effectively with each other with the result

that services for the children who were carers were not provided (Underdown, 2002).

Many studies also indicated that young carers often felt that professionals had little

understanding of what was happening in the family and ignored or did not take into

account information they provided (Aldridge, 2003; Dearden & Becker, 1998; Tatum &

Tucker, 1998; Shah & Hatton, 1999; Frank et al, 1998). Conversely as mentioned above

some young carers refused to seek help or support for fear of reprisals or being taken

away from their parent/ s. I't is noted that in
workers identified in the NHS Plan had yet to be achieved (Cormac & Tihanyi, 2006).

6.15 One study showed that young carers often felt stigmatised at school by both
teachers and their peers (Underdown, 2002). There was felt to be a lack of
understanding from schools about their circumstances, e.g., the relative importance of
school work or home work with everything else that they had to contend with. Where
mentoring schemes had been introduced these were found to be very helpful. It is
recognised that this is relatively limited evidence however this does point to the need for
further investigation.

6.16 There are a range of services available to carers over 16 years including, respite
care, specific services such as counselling and emotional support, support with caring
and household tasks, training, and information and advice. The Social Policy Research
Unit (2004) proposed revisions to the OPUS schema which would support an outcome
focus into social care practice with tools to facilitate the process; mapping these
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i nterventions with carersd outcomes wil/l be on
research work that needs to be undertaken

Economic costs of informal caring

6.17 It has been estimated that the value of the support provided by all informal carers in
the UK is approximately £56 billion (Carers UK, 2002). In addition to this will be the costs
to the NHS of carer ill-health.

Effects of OHOCOS interventions

Table 6.6 Summary of the evidence of the effects of integrated care, patient
education, individual budgets

Integrated care has positive effects on care quality;

Integrated care contributes to improved functional health;

Integrated care may reduce hospital readmission rates and LOS;

Patients and service users were generally more satisfied and had a better quality of

life when care was integrated,;

There may be financial benefits (reduced costs) associated with integrated care;

i There may be issues at policy, system and organisation/inter-organisation levels in
the successful implementation of integration;

U There is some evidence of effectiveness of patient education programmes with
reductions in hospital use;

U Individual budgets may or may not increase cost effectiveness;

Individual budgets may empower service users;

i Implementing individual budgets has not adequately considered equity (BME users
less likely to use), risk (adult protection issues) and service quality issues.

et enti et BN e

 C

 C

6.18 As described in section 4, OHOCOS is seeking to improve health and well being for

people with Il ong term conditions by developing
increase in choice and control underpins the development of more personalised health

and social care; the introduction of interventions to support this includes patient

education programmes and individual budgets.

6.19 Integrated care is under considerable scrutiny in the developed world (WHO, 2001).
Health systems are under increasing pressures from demand (e.g., demographics) and
supply side (e.g., hospital costs) factors. Integrated care has been put forward as the
means that will enhance system efficiency, and effectiveness, safety and quality,
providing patient-centred, equitable care (National Institute of Medicine, 2001).

6.20 A recent review of reviews on integrated care (Ouwens et al, 2005) provided some
evidence of some positive effects on the quality of care. However the different
definitions, approaches and components of integrated care made it difficult to compare
such varying programmes; this was particularly so in relation to understanding the (cost)
effectiveness of integrated services.

6.21Thirteen reviews were included in the study. Although they all had very similar aims
I to reduce fragmentation and increase continuity and co-ordination 1 their focus and
content differed widely. Six core components were identified: self-care/management
support and patient education (11 out of 13), structured clinical follow up (8 out of 13),
case management (6 out of 13), multidisciplinary care teams (9 out of 13), evidence-
based care (8 out of 130, and professional development (3 out of 13). In addition to the
Ssix components there were a number tilelin6oper at:
helping the successful implementation of these programmes: supportive clinical
information systems, specialised clinics or centres, a shared professional commitment to
integrated care, leaders committed to integrated care, adequate finances for its
implementation and maintenance, management commitment and support, patients
capable of self-care, and a culture of quality improvement.
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6.22 Despite the heterogeneity of the reviews it was possible to draw out some positive
trends in effects. Functional heath status was the most frequently reported positive effect
(10 out of 13). Seven out of thirteen reviews showed a decreasing trend in hospital
readmission or length of stay (LOS), but this was only significant in three. The effects on
mortality which had been assessed in six reviews, four in meta-analysis were unclear;
the only significant pooled effect was on in-patient care for stroke. Patient satisfaction
and quality of life were examined in three and six reviews respectively; the trend was
positive but no specific effects were stated. Process outcomes such as improvements in
compliance with medication and adherence with guidelines were also mentioned (5 out
of 13). Finally four out of the seven economic analyses undertaken suggested some
financial benefits, but these were based on limited studies and no meta-analysis.

6.23 The publication o6l ntegrated Care: A Gui

there are some challenges to integration at policy, system and organisational levels. At
policy level, the desire for patient choice and diversification of provision may hinder
integrated care as co-ordination of a more complex set of services becomes more
difficult; similarly it has been suggested that equitable access to care may be an issue
for some users within a marketised system. System-level challenges include the
measurement, quality and regulation of care, whilst at organisational level there are the
practical issues associated with integrating different bureaucracies together, as well as
cost and capacity issues.

6.24 Other individual elements or interventions associated with integrated care (and
OHOCOS) such as patient education programmes have also been evaluated and
provide some evidence of effectiveness. Outcomes in a randomised trial as part of the
national evaluation of the Expert Patients Programme (2007) showed that after six
months there were some health gains, e.g., in self-efficacy, quality of life (equivalent to
an extra week of perfect health out of 52), and energy; some secondary outcomes, e.g.,
benefits in psychological well being were also reported. There were no changes in
routine (primary) health service use but some reduction in hospital use (inpatient and
out-patients) (NPCRDC, 2007). However no evidence was collected on carer education
programmes.

6.25 However, there are mixed views concerning individual budgets (as stated in section
4, available to adult care recipients). Some (e.g., Beresford, 2007) suggest that
individual budgets or self-directed care is just another way to try to cut spiralling costs.
Others (Samuel, 2007) raise concerns that the evidence from direct payments suggests
otherwise and that economies of scale will be lost. In addition there are adult protection
issues that have not been considered in relation to service users employing personal
assistants without appropriate checks. International evidence indicates positive impacts
for service users, including enhanced empowerment, but that cost-effectiveness, service
quality, risk and equity (limited evidence from minority groups) issues had not been
addressed; the political ideology underpinning the development of care schemes was
seen to influence the effects (SCIE, 2007).

6.26 There is also some evidence of the beneficial effects of respite care for carers (e.g.,

CRD, 1997; Chesson & Westwood, 2004), including protecting physical and emotional
health, avoidance of/overcoming crises and preventing social isolation.
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Research limitations and gaps

6.27 There is still much research that is needs to be undertaken on young caring. For

example more investigations need to be undertaken to explore different features of

caring, e.g., the time and duration of caring, and protective factors for young carers i
6resilienced v é& asswvellsas anthe lbng erma&ffedtslof caripgd Other

factors such as the role of education and soci
supporting young carers need to be investigated. Similarly, systematic reviews to build

strong evidence on the effectiveness of interventions to support young carers and those

they care for need to be undertaken.

6.28 Finally more evidence needs to be generated in relation to the system effects of
comparable models of integrated care, as well as specific components, e.g., individual
budgets/self-directed support, patient education, and different user-groups; particular
attention should be paid to the issues currently identified concerning, e.g., equity, risks
and quality.
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7. Evidence from stakeholders
Introduction

7.1 Thissectonpresent s evidence from 6stakehol der séo.
individuals or groups of people who have a

i nformantsd are experts or specialists in a
Stakeholder categories and key informants are defined in a stakeholder mapping

process as part of the scoping of the HIA. For the OHOCOS HIA the stakeholder

categories are defined in table 7.1. For practical purposes the stakeholder evidence will

be presented as evidence from young carers (analysis paras. 7.16-7.31) and evidence

from other stakeholders and key informants (analysis paras. 7.36-7.37).

Table 7.1 Stakeholder map

Stakeholder/Key informant Category Methods of engagement

Young carers in the North West Group work/activities/discussions

Young carers in other regions ' Young Carer interactive blogs, e-
mail discussion groups

Young carer workers in the North West Workshop/focus groups

Young carer workers in other regions " Email discussion group

Young carer services commissioners in North | Telephone interview

West

Young carer services commissioners in other | Email discussion group
regions "

Department of Health Interview

Department of Children, Schools and Families | Telephone interview

Key informant (academic) Telephone interview

i, i, iii T to be completed at a later stage

Evidence from young carers

Table 7.2 Summary of evidence from young carers

i Views about caring and attitudes to young carers

Majority want access to parents when in hospital

Most thought parents should be cared for in hospital whenill

Unanimous support for locally accessible hospital-based care for parents

Some negative attitudes from schools and health/care professionals, e.g.,
inappropriately preventing access to parents, lack of support from schools
Stigmatisation and bullying from peers and some adults an issue

Mixed views on new interventions e.g., individual budgets, organising own care
Needs of young carers

Many felt young carers should be recognised as adult carers but had different needs
Many felt schools should be more supportive

Supportive relationships with family and friends, teachers and other professionals
Activities to have fun and help relax

Raise awareness of young caring

Time to be kids with other kids!

e 6 o o o o C: o o

OHOCOS - Report - FINAL VERSION a.doc 37



7.2 Data from young carers were collected by seven Young Carer projects in the North
West and North East of England during various group activities facilitated during August
and September 2007. A young appandi® mcludingrtoblg r
activities, and consent forms was circulated to all Young Carer projects in the North

West to support this. The tools were generated from a workshop with young carer
workers from the North West held in Preston in July; they included in three activities: an
opinion finder (statements young carers had to agree or disagree with and then explain
why), a o6washing |lineé game (scenarios young ¢
have to decide may be helamfdult/ru rmamgll pfswl )g aared (e
health knowledge, attitudes and beliefs and what would help young carers be healthier).

faci l

7.3 The demographic details of the young carers are provided in table 7.3. The findings
from young carers will be described under group activities.

Table 7.3 Demographic details of young carers who took part in the group activities

Age range Gender Ethnic Disability TOTAL
background

5-11 | 12-18 Male | Female | White- Mixed Disabled | Not

years | years British race disabled

24 44 34 34 66 2 2 66 68

7.4 The statements in the opinion finder activity were related to potential situations
young carers may find themselves in and that have relevance to OHOCOS. The
responses (table 7.4) revealed a range of views from young carers.

Table 7.4 Views of young carers who took part in the group activities

Statement Agree Disagree | Comments
Mums and Dads 26 24(18not |6. . They wi | | be emba
should stay at answered) [lanywhere el seb6. O6Wan
home when ook after them, but
really sick them tooébd
6l f they stay at hon
il1l 6. 6Someone may n
are. 6 ONot every you
how to | ook after th
6You worry and gehe d
bad things that coul
schizophreniaé your
something that you ¢c
Young carers need | 37 24(7not |6We should get helop
the same things as answered) |[r eward for the ct#irin
adult carers need carebd 60Adul t s
l' i ke wus! 6
60Adults arendt the s
NB Many young carers found this difficult
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Continuedeé.
Statement Agree Disagree | Comments
Young carers 55 9 (4 not 6Because Mum might n
should be able to answered) ([ar oundd 6l tds our r
see their Mum by thatdés privated. oI
themselves if she Mum was sick she had all types of
is ill in hospital dripsébut | still wa
60 You h av withgourtparents and
no-one should break i1
6The young person mi
with theméit makes vy
School is the most | 24 25(19not |61t 6s a break from h
important thing for answered) ([qu al i f i c a¢ed eduacatidon taleam u
Young carers thingso.
61 think other thing
l' i ke the people | <ca
hel p young carerso.
therebds nobody to | o
l et you out of schoo
Young carers 46 9(3not |6 My Mum starts gett.i
know what will answered) |mor e 6 6Call an ambu
happen if their
Mum or Dad is 6Youbve got the righ
suddenly sick [they] think youdll
ol havendét been told
NB Most young carers interpreted this as
changes in parents?d
not practical arrangements for them
Where you live can | 43 16 (O9not |6 Smack heads and dru
affect your health answered) |[[ needl es] on the flo
through st ones at the h
feel angryo6. o6éHad to
fixed, there was wat
l' ive somewhere there
everywhere then itds
heal t ho 6Good neigh
betterd 6 | tng and stop yoa
going out. 6
6Your health is to d
and worries. o
Mums and Dads 52 8 (8 not 6ltéds not fair for s
should go to answered) || ook after someone W
hospital when might not know what to do if the illness
theydre r gets worseb6b. O6Yes, s
and come homedod.
6Some people might n
mi ght prefer care at
|l know wh|36 26(6not [6Col | é6§gEeaclhher é6 06¢éN
going to do when | answered) |6 é Engi neer é6 061 want

leave school

6Unsureo

6You need money to |
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Contii

nuedé.

Statement

Agree

Disagree

Comments

More support will
help Mums and

56

6 (6 not
answered)

6 May
it W O
donot

not
ul d
want

st
ma

o n —

Dads stay well

them f eel

bad
canot

condi ti
do mu

6l tbos a
support

o

o

7.5 The 6éwashing | ined game invol vieuddtd hr ee st
OHOCOS interventions which the young carers had to decide if they would be helpful or
not . I n SSrnalddssmamyi s di sabled and uses
tea for herself, her mum and her six year old brother. Sarah also helps her mum and her
brother get dressed in the morning and undressed at bedtime. A social worker visits

Sarahds mum and comes up with two ideasé

(0]

a wh

Idea 1

The social worker arranges for a care worker to come round every weekday at 5:00pm

to cook tea féArdbadafaehést momre worker comes
mum get dressed and 9:00pm to help her get ready for bed.

at

Idea 2

The soci al wor ker
wor ker s. Sarahos
care workers.

organi ses for Sarahés mum to
mum has triaegenpehtodirestly withthd er s, t o
7.6 Young carersd responses indicate that most
found idea 1 very unhelpful. A range of reasons were given including issues regarding
flexibility (arrival and departure times of the carer), reliability (what if the carer fails to
arrive and Sarah is already at school?), cost, standards and quality of care (a few young
carers had had poor experience of carers), inconvenience (disruption to family life with
different carers) and a lack of family-f ocus (carers make tea
would have to make tea for the rest of the family). On a positive note however, a few
young carers thought this may be helpful, giving Sarah a break and time to be with
friends.

for Sar

doi
a |
do

6Sarahbabsl yprwsed to t
OWhat i f Mum want s
060They think they can

you makeod.

ng i
e |

hersel fo.
n?o
better than the |young

7.7 For most young carers, idea 2 was also seen as unhelpful. The main reason given
forthi s was the stress for Sarahdés Mum in
thought there may be more flexibility in the times a carer could attend, but in discussion

organi s

it was felt that this probably wouldndét be the
OMore wor k to makde aaprproainngtenmeennttssé taono muc h | hass| e
6The more money Sarah6s Mum spends on cajrer s,

food©o.

60She might forgetod.

6l f you ring them yourself they someti mels donbd
6She might get the money andperatl geneyhé [care
OMum can pick the time she wants the carje work
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7.8 I n Dabavsdstmum,needs to speak with
attends lots of appointments with her special consultant at the hospital. She is often in
pain at night. Dave lives alone with his mum and she usually needs someone to go to
the doctor®& or hospital with her.

ldea 1
The doctord s s uandytleerhagspital are both open from 9:00am till 5:00pm on
weekdays. An emergency doctor can be contacted by phone after 5:00pm.

Idea 2

The doctord s s uandytleerhgspital are open during the evening.

Idea 3
The
surgery.

doctords surgery is nearby, and Dave

7.9 Several young carers thought idea 1 was unhelpful; they were unsure if out of hours
care (emergency doctor) would attend Dayv
they were also concerned that Dave would be missing school if he was to go with his
Mum during a school day. However, a number of young carers also thought this was a
helpful idea as, conversely, Dave may be used to taking his Mum; some also thought the
times were convenient and that having an emergency doctor who could come to your
home after 5 was positive.

her

0s

eds

6What i f theybébve no mmoneyo ftohre ad otcatxoir 6tso]

6l tés good the emergency doctor can be

P

Ptoa k e

hone

7.10 Il dea 2 was thought to be more helpf
would get more timely access to care. However many were concerned about the
practical implications of having surgeries opened at night where they lived, particularly
with regard to safety; it was felt to be less convenient for Dave and there were also
concerns that extending surgeries opening hours may mean a withdrawal of the
emergency service at home.

ul b

6l f they have
if itds
may be
the doctor

et h

Mu m
hey

7.11 Idea 3 was thought to be helpful unanimously; the young carers thought making
hospital services and having access to a consultant at a local GPs or health centre
would be a lot more convenient, involving less time and expense.

consul tant
sSso much ti me

hedespeciali st
have to take

Sy
v e

o O

Ea
Da

7.12 In the final story, Sam is a Young Carer who lives with his/her mum and two sisters.

Sambés mum i s very il laftenbydoctorseaaddnarses.o be | o

ldea 1

Samés mum is going to go into hospital f

Idea 2

Samés mum i s ng to stay at home and t

goi

7.13 Idea 1 stimulated a lot of debate by young carers; few categorised it as helpful or
unhelpful. Many thought that the Mum going into hospital would be the best thing with
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6round the clockdéd care. However it also ident.i
concerning visiting and how Sam and his/her sisters might get there, but mostly about

what would happen to them T foster care, a relative or neighbour? One response

suggested it might be more difficult to get back with their mother once they were

separated.

OMum would get good care i f shpadhwsistersare hjlospi t a
| ooked after properlyd6. O6Better care in |hospit
6What would happen to the kids?6 6Hospi tjal mi g
children were in a home theyrwdMumdndtft dhkee gbe
hospital there is | ess chance for them tjo go b

7.14 ldea 2 was thought to be unhelpful by many carers, primarily because young carers
felt Samébs Mum would be better dfisfassociatedhospi t al
reasons including Sam finding it upsetting to see his Mum really sick and worrying about
her while he was at school, or even not end up going to school. Practical considerations

such as living space precluding lots of people or equipmentinSamés home and the
implications of additional caring responsibilities and pressure were also mentioned.

Those young carers who thought Samés Mum being
was better to have all the family together and it would be easier for Sam.

0They should be in hospital when theyodre sick®d
6Sam would worry mored 6Doctors and nursjle migh
get the care she needs]d® 6Youb#bdbe upset| when
6He would miss her a |l ot if she went to |(hospit
for Samb.

7.15 The 6clouds and trianglesd exercise showe
young carers know is good f orlth¢tdbieV.5.r ends physi
Table7.5Young carersé views on what is good for childr
Physical health Comments Mental health Comments

Exercise/physical Swimming, walking, | Supportive Family, good

activity

running, cycling,
football, going to the
gym, cheer leading,
dancing, karate

relationships

friends, support
when its needed,
someone to talk to
who will understand,
helping others

Healthy food

Balanced diet, not
eating junk food,
eating fruit & veg/5-
a-day

Positive attitudes
and relationships

Being around
peopl e who
argue and fight, a
happy home, happy
people who will
brighten up your
day, being made to
feel special/valued,
being disciplined,
being confident and
happy

Looking after
yourself/ Leisure
time

Having a laugh,
having time for
myself, having fun
with family and
friends

Looking after
yourself/ Leisure
time

As before
Music, art, dancing,
days out
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Physical health Comments Mental health Comments

Relaxation Sleep, hobbies, Exercise/physical As before
holidays activity

Supportive Family, going out Relaxation As before

relationships

with friends, being
praised, care

Reading, TV/DVDs

Clean environment

Fresh air, tidy
house, clean water

Wider environment

Nice home,
neighbourhood

Hygiene Brushing your teeth, | School Going to school,
washing good school
School/education Providing Physical health Good health
information on
what 6s goo
for you
Health care Check ups, Mental health care Psychologists
medicines,

vaccinations

7.16 Young carers demonstrated a good knowledge and understanding of the range of

factors that affect a chil doés -nelatgnshipbetweenand men

these health dimensions reflecting a holistic

experiences not surprisingly emphasised the importance of supportive relationships,

particularly of family and friends. When asked to consider how being a young carer

affected the factors they had identified their analysis revealed the following:

Physical health

Injury OLiftingéoaumeviingjury and painb

Healthy lifestyles 60Therebds a |l ack of time for exlercise
overweight from not having the| time
get bullied for being overweiglht©o

Money 0l f youdre | iving rofpfarbeenn edfsi tisl||b e chaeuw
money to buy healthy foodb©d

Personal safety 6Rel ying on public transport ijs risk
drive because of their disabillityéo

Mental health

Stigma 6People stare at you wheniyyoubjre out
me mber 0

Stress/pressure 0The responsibility can be too| much
guicklydéd 6The pressure can get 0O VYo
depressedéself harmé &éThe presjsure c

Time pressures 0Therebés not enoughtoimel @xdordéfoueaond,
|l onely and isolatedd

Confidence 6lt can affect your confidence| badly

7.17 From the list of factors young carers identified as affecting their health they then
selected their priorities including what would help them to be healthier (table 7.6).
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Table7.6 Young carersb6 priority health needs

Priority Comments

Tier 1

Supportive relationships OFamily and friendséduwppdrat
Positive relationships/attitudes |6 Cel ebr ate young carers con
Healthy food 6Keeps you fit and healthydg
Exercise 6Keeps you healthy and make
School O0Hel ps youéget a good jobd
Leisure time OFreedomd

Tier 2

As Tier 1 OMore time with friendsd OF
Relaxation car er s6 OAfter school <c¢cl ubsé@
Safety 6Not having to |iftd O6Keepi
Tier 3

As Tier 1 O0Free | ei siuugwi mmitng/,i ttiersni s
Reducing bullying 6Stop bull yi nsgbé odfDeweulnagp icrag
Reducing stigma chall enges6 O6People not st g
More money Money to go out

Health care 6Longer GP opening hours
7.18 The young carersd group activities provid
their needs and priorities as well as the needs of those that they care for. Both the
opinion finder and 6washing | ined game drew ou
care at hospital for a parent who is ill. The data from many of these young carers

indicate a real turmoil and dilemma for them; most felt care at hospital was the best

option, providing expert care around the clock. There was also an indication that this

would take pressure and responsibility off the young carer which would be welcome.

Some thought that being away from their parent could be compensated for by visits to

the hospital. However, in addition to their upset from missing their parent there were real
concerns about who would look after a young carer whose parent was hospitalised,

especially if that there was no other adult in the household. These concerns may have

been heightened when it became apparent that few young carers knew about their

personal arrangements in the event of such an emergency.

7.19 In the event of a parent being hospitalised, young carers raised issues about

visiting; there were particularly strong feelings that children should be able to see their

parents privately. Obstacles to visiting such as transport and visiting times were also

raised. However there was a pervading sense that attitudinal factors were considered

the biggest obstacle to young carers. There were some moving accounts of children not

being able to see their parents who were seriously ill and the devastation that they felt as

a result.

7.20 Increasing local accessibility to hospital-based care, such as out-patients clinics, for
parents was given unanimous support by young carers; many benefits were identified
including, convenience, time and less travelling expenses. There were mixed views

however about extending GP surgery hours particularly if it meant that home visits may

be withdrawn. The views of young carers on mai

community to avoid episodic flare ups of their condition needing hospitalisation was not
fully explored.

7.21 In relation to care at home and support for this, young carers indicated that there
were issues not only when support for parents is arranged by a social worker but also
when it is organised by the parent. The issues with social worker-arranged care included
lack of flexibility, poor standards/quality of care, inconvenience and a lack of a family-
focus; a few young carers also mentioned they felt undervalued by these care workers.
However it could be said that these issues could occur whoever arranges the care and is
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more about how high standards of care are monitored and ensured. The main
advantage of direct payments or individual budgets could be more flexibility; some young
carers feel the flexibility that direct payments may provide for parents to organise their
own care may not be appropriate for some, e.g., they may be forgetful because of their
condition and forget to arrange their care, or they may spend it on something other than
care (one statement implied illicit drugs).

7.22 Young carers own needs and priorities were also examined. Many young carers

expressed the view that their caring should be recognised in a similar way to adult

caring; however they felt their needs were very different to adult carers, by virtue of their

age. Although the importance of school was recognised by many, the reality of young

carersd |lives meant that family needs were gen
sense of frustration at the attitudes of some teachers at school and the added pressure

this lack of understanding causes. Others saw school as a lifeline T an escape from the

demands of caring and for time with friends.

7.23 Young carers had a comprehensive understanding of what affects the health of
children as a whole and what they need to be healthy. A top priority for young carers
was supportive relationships particularly family and friends. In addition positive attitudes
which value and build the confidence and self-esteem of young carers as well as
celebrating their achievements were emphasised. Relaxation and leisure activities
including having fun and time to be with friends were also ranked highly. Finally raising
awareness and understanding about caring within the population as a whole to reduce
the negative effects of stigmatisation and bullying was also identified.
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Evidence from other stakeholders

7.24 Between July and October 2007, data from a range of other stakeholders were
collected using various methods. A workshop was held for young carer workers in the
North West with 25 people attending; the aim of this was to provide information on
OHOCOS as well as considering the potential impacts of OHOCOS on the health and
well being of young carers. In addition interviews were undertaken with politicians and
officials at local and national level with a responsibility for carers and/or young carers.

7.25 A number of question themes were explored with stakeholders including young
carers, policy and operational arrangements, and the potential health effects of
OHOCOS on young carers.

Young carers

7.26 It was generally agreed that the official figures on the prevalence of young carers in

Engl and masked its true extent. The views of vy
young caring was more likely in families where a parent is misusing alcohol or drugs as

the parent is often less willing to admit there is an issue; similarly some families where a

parent has a mental iliness are also reticent to come forward because of the potential

stigma associated with these conditions. Young carers from ethnic minority groups are

also not well represented in the Young Carer projects across the North West and this

was believed to be due to different cultural traditions. However there are also young

carers who just do not self-identify; the saddest and most difficult referrals were said to

be those at 17 when young carer projects only have a few months to support them.

7.27 The type of caring undertaken by young carers was known to vary amongst the

projects with physical caring reported to be more rewarding than emotional caring. It was

said that every young carerds situation is uni
needs. Interestingly, some young carers were said to be very responsible in their caring

role and all aspects of their life, but others were only able to demonstrate responsibility

as young carers while engaging in various risk-taking behaviour outside of this.

7.28 The behaviour and general well being of young carers was said to vary with the ups
and downs of their parentsd healhtelaviemmad wel | be
school was often blamed on the staff rather than what could be causing it. Absence, late
attendance and leaving early from school were common consequences of young caring,
whether caring for a parent or siblings. When compared to their peers, it was generally
felt they were missing out with fewer friends and time for social activities. They were said
to often have a very intense and exclusive relationship with the parent they care for
which effects other relationships and attachments. Conversely there may conflict in the
family (which may extend outside the home) as the typical parent-child roles do not exist
and the young carer struggles to define his identity. They also tend to be more self
reliant and knowledgeable about running a household from cooking to budgeting.
Poverty and all associated with this was seen as an inevitable consequence of their
family circumstances; an example was given of a young carer using baby milk tokens
her mother had given her to buy milk for herself - this was the only food she had all day.
However in terms of long term ambitions and plans for the future these were felt to be
quite limited. It was recognised that prospective studies on the actual long term effects of
young caring was limited and needed to be conducted.

7.29 Mental health issues such as depression, anxiety, stress and self-harming

behaviour were identified by young carer workers as being associated with young

carers. Many referrals are made to Child and Adolescent Mental Health Services but

long waiting lists are limiting access for young carers. The effect of the pressure young

carers are under was felt to contribute to regular minor illnesses and malaise. In

addition, young carersd |ifestyles were though
meals.
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7.30 In addition to young carers in the families already identified, young carers in
families who are socially isolated and/or unsupported are also most likely to be
adversely affected by their caring responsibilities.

7.31 Young carer projects were believed to provide respite for some parents as well as
young carers; in particular parents who are struggling to cope or who do not want their
children to see the effects of their illness were particularly grateful. Young carer workers
also felt that they have a role to champion the needs of young carers.

Politics, p  olicy and operational arrangements

7.32 Young carers as a specific group first came to political attention in the late 1980s;

under section 17 of the Children Act 1989 it became local authorities with social services
departments duty to assess O6children in need©d,
carers as a discrete category were not defined and it was left to local discretion how this

would be implemented; this tended to focus on children with multiple, complex needs.

The distance between policy aspiration or intent and policy implementation was apparent

at that stage. It has been suggested that this gap between aspiration and delivery is a

concern still. For example, the 2004 Act wi t h a duty of Ocoll-aborat
operationé is said not to be working effective

7.33 The reasons for this may be at a number of levels. In some cases the delivery

framework was too complex and not well understood; this in turn reflected poorly

constructed policy at Ministry level. It was also said that when policy development and

delivery involves several partners, relationships are key to their success; this was

thought to have been an issue centrally in the mid-2000s. Furthermore, it was suggested

that young carers are not a political priority; although there is sign-up across

Government this is rhetoric. This was denied by other stakeholders; however the

i mpl ementation of O6Every Chiple,vheMdintsiteeoftied was c i
1999 National Carersd Strategy there was a fai
group (6Ever yi bGkaome moreNtan dthers?s 6

7.34 At a local level there is some evidence that there is an inconsistent approach by
social services departments in undertaking their new duties under the 2004 Act. It has

been said that prior to this, in some areas SO
young carers of their right to have their needs formally assessed was being overlooked
and instead they were possibly being referred

suggested for this included, the reluctance of adult care social workers to assess a child
identified as caring for an adult because of e.g., training, child protection issues, and
concerns that an assessment under the 1989 Act would be rejected because of
exceeding children in need threshold criteria.

7.35 There were examples of good practice at service delivery level given by some
stakeholderswherepar t ner s across adult and chil drené
the third sector have come together to design new care pathways from assessment to

care delivery for young carers; however this was thought to be patchy. It was recognised

that there are still issues that need addressing; some of these are central policy issues,

e.g., the carers grant does not meet the needs of young carers coming through transition

(17 to 18 year olds), some a combination of 1|o
standards for and availability to young carersbo
and meeting the needs of hidden young carers, developing whole family approaches,

and others are service delivery issues, e.g., meeting the unpredicted implications of

policy. The role of education and schools was seen as highly influential here.

O
(7]
(7]
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The potential effects of OHOCOS

7.36 Stakeholders identified a range of potential effects of OHOCOS on young carers

(table 7.7):

Table 7.7 Potential effects of OHOCOS identi

fied by other stakeholders

Positive

Comments

Negative

Comments

An increase in
preventative care,
early intervention

Parents less likely
to get ill, need acute
care

Fewer people
receive support,
more people
provide informal
unpaid care

More costly system
to administer

Reductions in
hospital admissions

Parents cared for at
home

Reductions in
hospital admissions

Additional burden,
responsibility on
young carers if
parent at home
when ill

Increase in choice

More flexible
service options for
parents is a good
thing when it gives
control and
empowers

Young carers issues
not fully addressed

Young carers
remain hidden,
barely mentioned or
in New Deal for
Carers. Carers are
always thought of
as adults

Increase in
integration between
adult and
services

How wiill this be
monitored? How will

owhol e f a
supportao
ensured, e.g.,

cooking meals for
family not just
parent? A shift to
preventative
services is good but
crises resolution still
needs to be in place

n
b

Services for young
carers not defined

Access to advocacy
support needed

Increase in direct
payments (linked to
choice) and
individual budgets

May provide
flexibility to parents

Increase in direct
payments (linked to
choice) and
individual budgets

May create extra
pressure for young
carer if budgeting,
additional cost

Increase in access
to psychological
therapy services

Risks not fully
considered

Increase in
integration between
the NHS, local
authorities, schools,
voluntary and
private sectors

7.37 Finally recommendations for the NationalCar er s 6

Strategy

[t et i e i e i ]

Greater
Ensure young carers assessments are undertaken
Young carers should be entitled to care and support
Carers allowance should be made available to 16-18 year olds in education
Young carers needs should be recognised on a par with adult carers

Visibi

ity of

young

carers
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8. Impact analysis
Introduction

8.1 This section brings together the evidence from all the data collected from different
sources and using different methods; the report section that evidence is drawn from will
be identified in the text. It identifies and characterises the potential impacts of OHOCOS
describing:

U Health impacts i the health determinants affected and the subsequent effect on
health outcomes;

U Direction of change 1 health gain (+) or health loss (-);

U Scale 1 the severity (mortality, morbidity and well-being) and magnitude
(size/proportion of the population affected);

U Likelihood of impact i1 definite, probable, possible or speculative based on the
strength of the evidence and the number of sources;

U Latency 1 when the impact will occur (immediate = from implementation, medium =
1-3 years, long term = 3+ years).

8.2 The level of geographical analysis will be England. The analysis will describe the
potential impacts on young carers and the people they care. For clarity throughout the
report the potential impacts are in bold and the likelihood of an impact is underlined.
Definitions of likelihood are as follows:

Speculative =may or may not happen; no direct evidence to support;

Possible =more likely to happen than not; direct evidence but from limited
sources (level IV);

Probable = very likely to happen; direct strong evidence from a range of data
sources collected using different methods (level 1l/Il);

Definite = will happen; overwhelming, strong evidence from a range of data
sources collected using different methods (level I).

Assumptions

8.3 OHOCOS has only one direct reference to young carers and 66 references to carers;
however based on current practice and experience it is assumed that this generic carer
reference does not include young carers. As such it is assumed that OHOCOS wiill
primarily impact on young carers through changes in the health and well being of the
parent/s they care for, facilitated through changes in the health and social care system
and its delivery.
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Context

8.4 There is strong evidence of significant demographic changes in England including an
ageing and more diverse population, an increased prevalence of people with long term
conditions and complex care needs, a widening of health inequalities, e.g., life
expectancy at birth and self-reported health status, and socioeconomic conditions and
lifestyles that continue to drive this. There are also clear regional health inequalities
reflecting regional differences in deprivation. In addition there is an expectation from the
public that services will not only meet these needs but exceed them in terms of
improving quality, accessibility and their personal experience of care (section 4).

8.5 The increasing number of people of working age with long term health and care

needs is matched by the growing number of carers including young carers (section 5)

providing informal, unpaid care. Levels of informal caring tend to reflect levels of

deprivation 1 the more deprived an area the higher the levels of care; however official

data on young carers do not reveal this. It is believed thatthisisdue t o O0hi dden you
caringd masking the true picture (sections 5,
caring will continue to rise with these various pressures.

8.6 There is evidence that young caring is associated with poverty, social exclusion,
educational difficulties, low aspirations and achievement and relationship issues. The
health of young carers is also known to be poor compared with their peer group
(sections 5, 6, 7); in particular mental health problems have been identified, although
physical health issues such as minor illnesses, musculoskeletal injuries were also
defined. There was some evidence that there are long term effects of young caring
including difficulties in making a successful transition to adulthood and career or
employment prospects. There was weak evidence in terms of young caring risk factors
associated with negative outcomes, although structural factors such as household
income were suggested as more significant than individual or family attributes. There
was evidence t hat support for young carers, e.g., VYyc
ameliorating factor (section 6, 7).

8.7 There is good evidence of a trebling of investment in health services over the last 10
years with improvements in timely access to care. Clinical standards have also
improved, e.g., through the National Service Frameworks. There is a huge capital
expenditure programme for hospitals and primary care underway improving the quality of
health care facilities. However it has been argued that investment alone will not meet the
increasing pressures from demand-side (e.g., demographics, rising patient expectations)
and supply-side (e.g., hospital costs) factors (section 4). To meet these needs the
Government has devel oped O vwiouh@HOEYSIitthemé r ef or m
development of integrated, personalised care. This aims to prevent ill health in the
population as a whole but particularly for people with long term care needs who account
for 80% of NHS costs.
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Potential health impacts of OHOCOS
Table 8.1

Summary of health impacts of OHOCOS on parents and their young carers

Health Impact Direction Likelihood Latency

Integrated care (impacts on people with long term care

needs including some parents)

e Increases in functional health status + Probable Medium

e Reductions in hospital readmissions + Probable Medium

¢ Increases in patient satisfaction + Probable Immediate

e Increases in patient compliance + Probable Medium

Integrated care (impacts on young carers as a result of

parentsd ieppacts abov

¢ Reductions in caring demands, increases in health and + Speculative Medium
well being

e Reductions in hospital care, reductions in young carer - Speculative Immediate
respite

Patient education (impacts on people with long term care

needs including some parents)

e Increases in self-efficacy, quality of life and + Probable Immediate
psychological well being

Patient education (impacts on young carers as a result of

parentsd i mpacts above)

e Reductions in caring demands, increases in health and + Speculative Medium
well being

Individual budgets (impacts on people with long term care

needs including some parents)

e Increases in flexible care arrangements, service user + Possible Immediate
control, empowerment; longer term benefits?

e Increases in stress/anxiety for some people + Possible Immediate

Individual budgets (impacts on young carers as a result of

parentsd i mpacts above)

e Reductions in caring demands, increases in health and + Possible Medium
well being

e Increases in caring demands, managing care budgets, - Possible Immediate
organising care

Accessibility of care (impacts on people with long term care

needs including some parents)

e Increases in proximity, range and volume of community + Probable Medium
care (some hospital services provided locally),
increasing timely access, reductions in acute episodes
of some conditions

e Reductions in local acute care; centralisation - Probable Long

Accessibility of care (impacts on young carers as a result of

parentsd i mpacts above)

e Increases in locally accessible care may lead to + Possible Medium
increases in health and well being

e Reductions in local acute, out of hours and emergency - Possible Long
care may lead to increases in stress and anxiety

System Impacts

e Improvements in governance, service delivery + Possible Long

e Cost-effectiveness, audit/inspection, NHS/SC conflicts - Possible Long

Inequalities

e Most vulnerable of vulnerable will benefit least - Probable Immediate

e Young carers most vulnerable & unconsidered in policy - Definite Immediate
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Quality of care

8.8 There is strong evidence of the probable positive impacts of integrated care
(self-care and patient education, clinical follow  -up, case m anagement,
multidisciplinary care teams, evidence -based care and professional development)
on the quality of care for people with long term care needs in general (section 6).

In particular there is strong evidence of:

U probable improvements in functional health status

U probable reductions in hospital admissions and length of stay

i probable positive impacts on patient satisfaction and quality of life
U probable positive impacts on patient compliance

The impacts on mortality are less clear.

Evidence on how improving integrated care will affect young carers is limited. However,
it is speculated that there may be positive indirect impacts  on the health and well
being of those young carers who care for their parent/s with long term care needs. For
a small minority of young carers  where they only have respite from their caring
responsibilities when the person they care for is admitted to hospital it is speculated that
there may be negative effects (section 7).

8.9 There is also evidence of probable , immed iate positive impacts on care
recipientds self efficacy, qual i tasgociatddwithi f e and
patient education programmes such as Expert Patients Programme (section 6).

It is speculated that there may be positive indirect impacts  on those young carers
when the person they care for is better able to manage there own condition, with
associated enhanced well being.

8.10 In addition there is evidence of possible positive impacts on user control and
empowerment associated with direct payments and individual budgets (section 6).

However, it is possible that there may be positive or negative indirect impacts on

the health and well being of young carers associated with their parents having control

of their care budgets. Positive impacts may be possible i f t he young carerso
quality of life and well being improve with the increase in flexibility over their care

arrangements. However, as described in section 7, there may be possible negative

impacts for young carers if the parent is unable or finds it difficult to organise care

support or uses care budgets inappropriately.

8. 11There is evidence that positive outcomes r
including supportive clinical information systems, specialised clinics or centres, shared

professional commitment, leaders committed to integrated care, adequate finances for

its implementation and maintenance, management commitment and support, patients

capable of self-care, and a culture of quality improvement. Other evidence suggests

i ssues between policy intent and delivery exis
which may limit the extent of these positive impacts. Related to this there is strong

evidence that the peopl e who self-dcarkinitatvesarei t most
the affluent, wel-ke ducat ed and O6health |Iiterated (sectior
and their families usually differs from this which may limit the extent of these positive

impacts, in effect widening the existing inequality in care provision.
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Access ibility of care

8.12 From the evidence it is probable that OHOCOS will increase both geographical
and timely access to health and social care  for people with a range of needs
including long term conditions, disabilities and mental health problems (section 4, 7).

813Provi ding more care i n ¢orpeoplewithlengtetimacargp eop!l ed s
needs (section 4, 7) is likely to help them manage their condition locally and reduce the
frequency of e piguringhhbspitaliéatidn.sSimdarlylextending prienary

care opening hours may allow more timely access to care. For people with mental health

problems, the increase in GPs with special interest (GpwSIs) in mental health, the

i ntroducti on o fmodehpmsychioledical therapids andanewecommunity

mental health workers will increase specialised, local care.

8.14 However when they do need acute care, it is possible that they will have to be
treated at a hospital away from their locality with associate additional travelling
distances, times and expense (section 4, 7) for them and their families.

8.15 For parents with these health and care needs, their young carers may derive some
benefit from hospital-based care being provided more locally. It is pos sible that more
and locally accessible care for their parents may have a positive effect on the health
and well being of young carers if this provides them with less caring responsibilities
and demands on their time. Conversely it is possible that there could be negative
impacts on young carers and their parents if out of hours care and emergency home
visits were reduced (section 7), and if acute care is provided some distance from the
family home; some young carers were very anxious about being taken into care in those
circumstances. In addition the potential disruptive effect on the family with health and
social care professionals in the house was mentioned.

8.16 At a policy level there is evidence that equitable access to care is an issue for some
users in a marketised system (section 4, 6). Related to this there is strong evidence that
people with complex conditions, low expectations, less mobile and information-deprived
benefit | east from 6Choiced (section 6).

8.17 As such although there may be possib le positive impacts for parents and their

young carers from the increase in accessible community care  , they will benefit least

from OHOCOSG6 system and | ocal delivery changes
|l iterated popul at i o rsobgpogsible egatiBeuitnpadtsifoe r e may al
parents and their young carers  from the increase in centralisation of acute care.

Collectively this suggests a widening in inequalities in access to care.

System impacts

8.18 There is evidence of possible positive an d negative system impacts as a result
of integrating provision.  Some evidence suggests there are positive impacts on
governance, as well as service delivery. Other evidence indicates negative impacts,
including lack of effectiveness, social care being dominated by NHS targets, financial
difficulties, inward-looking audit and inspections. In addition the successful
implementation of OHOCOS is dependent on operational conditions being met at a local
level; evidence indicates that there is a lack of consistency in these conditions being
met. Finally there is evidence of policy conflicts, e.g., patient choice and provider
diversification which may hinder integrated care as co-ordination of a more complex
system becomes more difficult.
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Differential distribu tion of impacts

8.20 Although OHOCOS aims to reduce inequalities and benefit people with existing
conditions, currently there is a risk that the most vulnerable of these groups will benefit
least; this includes the parents that many young people care for. For example, patient
education programmes favour the well educated and those capable of self-care; market-
based systems reduce equitable access to care, by favouring people with less complex,
and less costly, conditions. There is limited evidence on the use of direct payments by
minority groups, as well as issues as to if certain client groups including parents will
benefit from individual budgets. In addition young carers by virtue of their age, family and
social circumstances are the most vulnerable of all and yet their needs now and in the
future do not seem to have been considered in this policy at all.

Gaps
8.21 Although there is evidence of potential positive impacts for people with long term

conditions and care needs from OHOCOS, and to some extent adult carers there are
considerable gaps in relation to young carers. These include interventions to address:

O0Hi ddend young caring

Limited support available to young people

Financial issues faced by young carers and their families

Attitudes and stigma associated with being a young carer

Lack of recognition or voice of young carers

Young caring of parents with physical disabilities

Young caring of parents from Black, Asian and Minority Ethnic Communities

[t et B et e et et e
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9. Conclusion and recommendations
Conclus ion

9.1 Young carers are an under-estimated and growing group of informal carers, but with
distinct needs. They are one of the most vulnerable groups of children and young people
whose life chances, including their health and well being, are often deleteriously affected

by their caring experience. Young carers are o
often do not access the assessments and support that they are entitled to. This is a
systems issue. Young carersoO pabeerefitfronsamiet h | ong

specific OHOCOS interventions, such as more accessible primary care, psychological
therapies. However they are less likely to benefit from all of the proposed measures
compared to more affluent counterparts.

9.2 Young carers were mentioned once in the White Paper which has been aimed
predominantly at adult health and social care services. It is not clear how it will interface
with Every Child Matters.

9.3 More needs to be done to address the health and social care needs of adults who
are parents, and thereby young carers. Services and support are important but equally,
policy and systems to effect integrated working between child and adult service systems
are necessary to bring about real and lasting solutions and change. To this end there

needs to be greater understanding of the inter
provision.
Recommendations

9.4 The New Deal for Carers presents an opportunity to foster systems improvements,
increase resource and support for young carers and their families, and introduce drivers
and status which force attention on the needs of young carers and the parent/carer. The
New Deal has the potential to champion young carers and improve their visibility across
adult health and social care services.

9.5 The following recommendations are made with this is mind. They are intended to
reinforce those made through the national organisations and networks for young carers.

e Young carers are children first and need to be cared for and protected as
children. The New Deal for Carers must be explicit about the imperative to
contribute to all five Every Child Matters outcomes.

e Young carers needs are similar to adult carers but they also have needs as
children.

e Young carers are entitled to caring services and need the support of adults to
access them.

e Young carers often put othersod needs first
own needs.

e Young carers aged 16 i 17 should be able to stay in education and still receive
carersod6 all owance.

e Ensureyoungcarers 6 assessments are undertaken and

services and support, not only for themselves but also for the person needing
care i thus reducing their level of caring responsibilities.
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e Ensure that disabl ed par entuwhihsappstéhens ment s i
in their parenting role and as a disabled person.

e Ensure that direct payments and individual budgets are accessible and meet the
needs of young carers and their families.

e Implementation should be monitored to ensure that adult health and social care
services at all levels acknowledge & recognise parents and children and take the
necessary steps to ensure that the children who most need it receive
assessment and support.

e The review should offer funding to enable localities to carry out whole systems
improvement, new ways of working and capacity building work. The result of this
work should be better service outcomes for young carers as a result of improved
joint working between child and adult services.

e The review needs to be explicit about how it intends the review to work
preventatively to stop children and young people becoming young carers

e The review needs to forge active and transparent links for implementation with
other policy arena (such as Every Child Matters, improving access to
psychological therapies; self-directed care, individual budgets and direct
payments).
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Appendix

Additional policy analysis

A.1 As stated in section 2 OHOCOS has direct relevance to current and prospective
adult patients and service users and as a consequence to the family members who
care for them, including their children; however OHOCOS fails to refer to family in
this context and makes only one reference to young caring. There are concerns that
this lack of explicit reference indicates that young carers and the role they undertake
is unrecognised or ignored. If young carers are unrecognised or ignored now, what
does this imply for the future?

A.2 Although the focus of OHOCOS is on secondary prevention and early
intervention, for people with long term conditions and already using health and social
care services, OHOCOS also refers to primary prevention for the wider population,
promoting health and well being and self-care as well as providing personal services
closer to home when needed. For example, there is a commitment to ensure more
convenient opening hours to GP and other community health services, more rapid
access to therapy services, a wider network of immunisation service providers, rapid
access to sexual health services, continuity of care with maternity services and local
facilities for people with Learning Disabilities (RCGP, 2006). The potential outcomes
of this prevention focus may be to reduce the incidence or delay the onset of some
chronic illnesses and their associated care needs; in addition, for people with, e.g.,
chronic conditions, it may reduce the onset of acute episodes and the demand for
hospital admissions, with more care at home. This may benefit young carers.

A.3 There is no doubting the ambition of the White Paper to radically realign the
health and social care system. However successful implementation of policy requires
clarity of purpose and commitment from those who are required to implement it.
There is generally a clear vision of what the Government wants to achieve. Although
cost containment was not an objective or even referred to, health and social care
services are under immense financial pressures which are set to increase in the
future; as such finance has to be seen as a policy driver. Some commentators
(Henwod, 2006) describe the desired outcomes of the White Paper as confused and
a missed opportunity to build on the seven outcomes for adult social care users
defined in 6l ndependence, well being and
appropriateness of the means need to be questioned. The implications of this will be
a gap in policy delivery with service users and their carers, including young carers
affected.

A.4 There are also a number of policy paradoxes or conflicts. Firstly, the White
Paperds desire to shift -ledhpdthasgsiem tobne thahis a n
focused on primary and community health services has been a policy priority of this
Government since 1997 (DH, 1997); although there are some new(ish) levers to
force this transition, such as the use of market models, PbC, commissioning
flexibility, and plural provision, some of these are in direct conflict with other health
reforms, e.g., reducing health inequalities and equitable access to care (Abrahams,
2007). It appears that a lot is resting on PbC and the GPs who operate this; however,
already there are concerns about the potential system abuse (Channel 4 News,
September 2007) and private sector involvement in commissioning (Pollock, 2006;
DH, 2006). There is also a real dilemma concerning what the White Paper means for
the current capital procurement programme. The acute hospital building programme
is the biggest in the history of the NHS, with £9 billion still due to be spent on new
PFI hospitals; with most contracts involving thirty year pay back periods it is difficult
to imagine how a shift in resources from the acute to primary/community sector can
take place, especially when 60 hospitals (Public Accounts Committee, 2006) are
running up serious deficits. This may be inadequate analysis or a policy priority
hierarchy, e.g., plural provision and markets dominating over reducing inequalities.

OHOCOS - Report - FINAL VERSION a.doc 64

choic

acut e



The effects on service-users and carers including young carers however will be less
emphasis on equitable access to care.

A.5 Secondly, at the heart of the White Paper is the need for greater partnership
working between and across commissioners and providers. However, it has been
suggested that the market-based system that operates in health and social care
means that it is less likely that they will co-operate with each other, e.g., the NHS

Al lianceds survey ofprPClisd arespomay ttrhyatt aaclupleay

and maximise income by inducing demand (Pocock, 2006). Clearly, for demand
management initiatives to succeed, constructive collaboration is needed. Similarly,

GPs have historically tended to work in a highly autonomous manner ; the PCTso

Professional Executive Committees have, to date, failed to stimulate their
engagement and consensus at a local level. PbC is seen as the antidote to this by
providing further financial carrots to GPs but there is a risk that autonomous
behaviour will perpetuate, and that the multi-institutional co-operation needed to
reduce demand in the acute sector will not happen. This is another example of the
gap between policy intent (vision) and delivery, affecting service users and their
carers.

A.6 At the strategic level, partnership working between PCTs and LAs has been

patchy and dependent on | ocal relationships.

Strategic Partnerships (LSPs) and Local Area Agreements (LAAS) are to be the

means by which good partnership working is achieved seems improbable; can LA

run groups and fairly weak agreements compete with the clout of PbC and Payment

by Results? Hudson (2006), Pollock (2006) and others suggest that coherent

governance is taking a back seat to market incentives with a corresponding reduction

in the chance of OOwhole systems6 care worKki
However the general point that there needs to be strong effective governance

mechanisms in place to oversee PbC, joint commissioning and integrated working is

a very important one. If governance arrangements were more effective the issues in

policy delivery could be better addressed.

A.7 Thirdly, in addition to the drive for partnership there is also the drive for

integration between health and social care delivery, although there are clear tensions

between them. The Association of Directors of Adult Social Services (ADASS, 2006)

generally welcome the White Paper; however others suggest the social care world is
fearful of the futurefol | owi ng the transfer of childrenods
services departments to separate childrenés
suspicion that the White Paper precedes a takeover of adult social care by the NHS

(Hudson, 2006). There is a similar fear from some health worker unions; the Royal

College of Nursing (RCN) in their submission to the Inquiry into OHOCOS by the All
Parliamentary Groups on Primary Care, Public Health and Social Care described the
fundamental differences between health and social care emanating from distinct

financial and statutory systems (RCN, 2006). They emphasised that in the eyes of

the public there is no difference in, e. g.,
the former is free and the latter means tested; there are concerns that this could be

just another way of extending charges by blurring the health/social care roles. In

addition to these cultural issues there are differences regarding pay, conditions and
professional development which are further barriers to integration. These fears were

not allayed by the lack of clinical engagement in the development of OHOCOS e.g.,

the RCN was not consulted. In addition, although better integration between health

and social care would be welcomed by most users and their carers, it is suggested

that this would not be the case if more of the care package was subject to means-

testing.

A.8 Finally, although no detailed funding plans accompanied the White Paper there

are potentially significant funding issues in delivering OHOCOS. In addition to the
affordability of the capital building programme, the RCN (2006) argued that to fulfil
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the policy aims there will be a need for additional capacity in terms of facilities and

staff in the community; however, this is in the context of NHS financial problems

where specialist nursing posts working in prevention and the management of long

term conditions are most at risk, training places have been reduced and professional

development diminished. The ADASS (2006) also raised significant concerns about

funding citing the 13% increase in spending above the Financial Settlement for social

care needs in 2005/06 resulting in a reduction in services to people with low and

moderate needs; in 2005, 7 out of 10 people receiving support from social services

had substantial or critical needs, compared with less than 6 out of 10 in 2004. They

also indicated that rather than reducing administrative costs, there is evidence that

Direct Payments actually increase these costs, citing the SocialSer vi ces 6 Fi nance
Survey (2006) which showed an average cost of £153,000 to LAs for infrastructure to

support Direct Payments. This was reiterated in the Audit Commission report,

6Choosing Welldé (AC, 2006). There welheg,potenti a
with Local Improvement Finance Trusts (HoC Public Accounts Committee, 2006) and

commissioning with the private-sector (Abrahams, 2007; Pollock, 2006). Evidence

indicates that the interest rates local health Trusts are paying for LIFTs and other

public-private partnerships are poor value for money for the NHS compared with

publicly funded capital projects; similarly the guaranteed 5 or 10 year contracts

awarded to private healthcare organisations for a fixed minimum volume of elective

activity have been shown to be poor value for money using a range of measures:

6spot priced compar epgbrfomaricd less eompleik/éxpensive e s |, under
case mix (e.qg., File on Four, October, 2006). OHOCOS does not indicate what new

financial settlements may alleviate already financially pressured adult care; if

anything they may be more pressured and may result in less support available for

service users with low to moderate needs with more caring demands on family

members including children.

A.9 The initiatives in the White Paper to improve health and reduce health

inequalities by reducing some of the key O6supp
to primary and community health services, should be acknowledged; e.g., reducing

the number of under-doctored areas, extending opening hours, making it easier to

register with a GP, improving the quality of primary care facilities. However there are

also initiatives that could potentially exacerbate inequalities; e.g., the intention to use

the independentsector i n primary and community services
Personal Medi cal Servicesd contracts and the p
patient lists, and reducing access for social care support and potentially charging for

previous health, now social interventions. However, fundamentally, OHOCOS does

little to consider or address the O6demandé sid
e.g., lay health beliefs, knowing what is available, and mobility. Although there are

l inks made taldéGldodhiesg H® not extend to ensur
population-wide approaches to improving health, well being and prevention. This also

needs to be seen in the current findnci al cont
those most at risk of ill health experiencing the least satisfactory accesstoiti is set

to continue.
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Additional profile data

Figure A.1 Population Pyramids for England and the Regions of England
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West Midlands
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South East
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Table A.1 Numbers of Children Aged 5 -17
People aged*5 - 17

ENGLAND 8,206,609
NORTH EAST 424,258
NORTH WEST 1,175,514
YORKSHIRE AND THE HUMBER 850,799
EAST MIDLANDS 701,835
WEST MIDLANDS 914,061
EAST 892,874
LONDON 1,140,395
SOUTH EAST 1,319,444
SOUTH WEST 787,429

*Age at last birthday
Source: Census 2001 data NOMIS

Table A.2 Family type and number of dependent ' children (1998,2000 -2001)

Great Britain Percentages
Weighted
1998 2000 2001
Married/cohabiting couple with
1 dependent child 17 17 17
2 or more dependent children 61 58 60

Lone mother with
1 dependent child 6 7 6
2 or more dependent children 13 15 15

Lone father with

1 dependent child 1 1 1
2 or more dependent children 1 2 1
Weighted base (000's) =100% 12,799 12,641 12,606

Notes:
1. Dependent children are persons aged under 16, or aged 16-18 and in full-time education, in the family unit, and living in the household.
2. The weighted base (000's) is the base for percentages.

Source: General Household Survey: Living in Britain 2001

Deprivation

6Deprivationd is a term that r erfeceddy t o a
people who certain resources in relation to others in the community, thereby making
t hem 6depr iedte others n thepgoulation. It is frequently used as a
comparative measure of socioeconomic position (SEP). Numerous studies have
reported an association between social and material deprivation and poor health
outcomes (Shaw et al, 2007). The Indices of Multiple Deprivation (IMD 2004) is a
deprivation index at the small area level*, created by the British Department for
Communities and Local Government (DCLG). It is based on distinct dimensions of
deprivation which are measured separately and then combined into a single overall
measure. The Index is made up of seven distinct dimensions of deprivation called
Domain Indices. These include income, employment, health and disability, education
and skills/training, barriers to housing services, living environment and crime.

The figure below shows the percentage of SOAs in a region that fall within the most
deprived 20% of SOAs in England on the IMD 2004, and the percentage of SOAs
which fall within the least deprived 20%. The highest levels of deprivation can be
found in the North East followed by the North West and the lowest levels of
deprivation can be found in the South East followed by the East of England. The East
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Midlands region contains relatively balanced levels of the most and least deprived
areas of the country.

Figure A.2 Percentage of SOAs in the most and least deprived 20% of SOAs in England
on the IMD 2004 by Region

M Most deprived 20% SOAs

[ Least deprived 20% S0As [

East East London Morth Morth South South West  Yorkshire &
Midlands East West East West Midlands the Humiber

(Source, DCLG, IMD 2004)

The relationship between deprivation and health is well known (e.g., Whitehead and
Dahlgren 2006). If the most deprived SOAs are compared with the areas of poorest
health using various health indicators there is a clear correlation; as su ch the North
East has the most deprived 20% SOAs followed by the North West, and this is the

same pattern for life expectancy, self -reported health and LLTI.
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