ASSOCIATION OF

FOR ENGLAND & WALES

Health and Social Care Bill

The Health and Social Care Bill was published on 21 December 2000. This
briefing focuses on the parts of the Bill that relate to patient involvement and
representation (Part 1: National Health Service Clauses 7-16). In addition the
briefing highlights Clause 59 on confidentiality of patient records as a particular
area of concern.

The Association of Community Health Councils welcomes the Bill's underlying
principle, which puts patients at the heart of the NHS. However, we are
extremely concerned that the proposed abolition of Community Health Councils
in England and their national body, the Association of Community Health
Councils for England and Wales (ACHCEW), will go ahead without sufficient
safeguards that their replacements will be better and above all improve patient
and public representation and involvement in the NHS. It is of major concern that
there is very little detail in the Bill and much of its implementation will be done
through regulations at the discretion of the Secretary of State. MPs and Peers
shouid not be asked to agree to the abolition of Community Health Councils and
ACHCEW without a clear indication of exactly what will be in their place.

Clause 7 - Functions of overview and scrutiny committees (OSCs)

This clause makes provisions for the extension of local government
scrutiny functions to local health services.

Since overview and scrutiny committees (OSCs) will have no more powers
relating to scrutiny than CHCs currently have there will be no new safeguards for
patients and the public.

Patients’ Forums will be given rights to inspect Trust premises, but local
authorities will have no such rights. Moreover, there are no obligations on
Patients’ Forums and local authorities to work together. The benefit of keeping
the scrutiny and inspection functions together is that concerns raised as a result
of inspections can be used to inform the scrutiny function. At present, both
functions are undertaken by CHCs.
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Local authorities will not be responsible for handling complaints so they will not
be able to draw from the experiences of complaints work to identify possible
problem areas, which would benefit from scrutiny. CHCs are able to and do use
information collected through their work in assisting complainants to inform their
scrutiny role.

ACHCEW is concerned that local authorities will be expected to absorb the costs
of the additional scrutiny functions. Many local authorities already find it difficult
to support their current functions. If the health scrutiny function is to be effective
it must be properly resourced: “If the health scrutiny function is not to amount to
the exercise of merely token permissive powers, resources to support the
function will need to be strengthened considerably” (Democratic Health Network
circular 001/01)

The minimum expectation that scrutiny committees will call the chief executives
of health establishments before committee meetings twice a year will be, for
some, difficult to meet. “This in itself might take considerable time, given that
one health scrutiny area might include a health authority, several PCTs, a Care
Trust and several acute trusts, as well as services provided under partnership
arrangements”. (Democratic Health Network circutar 001/01) In addition, twice-yearly
meetings cannot be considered to constitute effective scrutiny.

Clause 8 - Overview and scrutiny committees: exempt information
This clause relates to information that may be exempt from the public.

There are two distinct sets of rules governing when public bodies can decide to
exclude the public from their meetings and consider reports in confidence. This
has already caused some problems. Community Health Councils and local
authorities operate in accordance with the provisions of section 100 of the Local
Government Act 1972. This specifies that issues should only be considered in
private if they fit into certain specified categories, for example personnel issues
and reports from which individual patients could be identified. Health Authorities
and Trusts are governed by the Public Bodies (Access to Meetings) Act 1960
and have a wide discretion to exclude the public ‘wherever publicity would be
prejudicial to the public interest by reason of the confidential nature of the
business to be transacted or for other special reasons’. Trusts and health
authority boards have abused this discretion to prevent embarrassing revelations
about their own activities from becoming public knowledge.

Clause 8 as currently drafted will ensure that different rules will continue to apply

to health bodies and those charged with scrutinising them as regards what

information they will make public. The discrepancy between the sorts of

information that can be kept out of the public arena by health bodies and that

which the new scrutiny committees will be able to reveal is likely to cause ’
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problems for both. There is a danger that health bodies will be unwilling to pass
on information to the scrutiny committees if they consider that it is confidential,
but does not fit into any of the categories of exempt information provided for in
Schedule 1 of the Bill.

Clause 9 - Public involvement and consultation

This clause places on health authorities, NHS Trusts and Primary Care
Trusts a statutory duty to involve patients and the public in planning and
decision making in relation to the provision of health services.

ACHCEW welcomes the fact that the duty to consult is to be imposed more
widely than at present. The consultation and involvement of local people must
be genuine and not simply a case of going through the motions. The processes
of consultation and involvement must also be adequately resourced if they are to
be effective. As the Bill stands, there are no provisions for health bodies to be
sanctioned if they fail to comply with the requirements to consult with and involve
local people.

We believe that the lack of clarity about who is to be consulted will cause
problems. It is not possible to formally consult everybody who may have an
interest in health services and at present the statutory duty to consult is limited to
consulting CHCs whose duty it is to represent the interests of the public. If this
clause is not amended legal challenges could be mounted by individual patients
and groups who are not specifically consuited but who consider that they should
have been. Threats of legal action could be directed at the health bodies carrying
out the consultation. CHCs have themselves been threatened with legal action
from community groups that consider that their views have not been reflected in
the CHCs’ recommendations/responses to proposals under consultation.

Clause 10 - Establishment of Patients’ Forums

This clause establishes Patients’ Forums in NHS and Primary Care Trusts
to provide direct input from patients into how local NHS services are run.

The Bill assigns a long list of duties to Patients’ Forums, but gives them relatively
few rights. This is of concern to ACHCEW because it is Patients’ Forums,
Patient Advocacy and Liaison Services (PALS) and Independent Local Advisory
Forums (ILAFs) that are seen as replacing CHCs. At this late stage in the
parliamentary process there is a worrying lack of detail about how PALS and
ILAFs will operate. In fact information about the role of PALS changes on an
almost daily basis. PALS and ILAFs are not on the face of the Bill so will not
have any statutory powers. The result will be that if CHCs are abolished, some
of their statutory powers for patient and public representation will be diluted or
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lost all together. For example, health authorities have a duty to provide CHCs
with ‘information about the pfanning and operation of health services in its area
as the Council may reasonably require in order to discharge its functions...In the
event of a Health Authority refusing to disclose to a Council information....the
Council may appeal to the Secretary of State and a decision of the Secretary of
State as to whether the information is reasonably required by the Council in order
to discharge its functions shall be final for the purposes of this regulation.” (The
Community Health Counci! Regulations 1996, regulation 19)

If CHCs are abolished their work will be fragmented and divided up between a
number of disparate bodies with no obvious means of linkage and coordination.
Patients enter the NHS at different stages and follow different pathways. The
bodies charged with facilitating representation and involvement need to be able
to work across the different care boundaries and between different institutions.

The Bill makes provisions for Patients’ Forums to seek the views of and
represent the interests of patients but not the wider communities. The interests
of all groups should be well represented, including, for example, carers, children,
and people from minority ethnic communities. It is frequently the case that
people from these groups do not belong to voluntary organisations and their
voices go unheard.

Patient Advisory and Liaison Services (PALS) and Independent Local
Advisory Forums (ILAFs)

PALS and ILAFs will be established to form part of the new system for engaging
patients and the public in decisions about their local health services. Trust-based
PALS will provide patients and relatives with information and help them to

resolve their concerns. Since the publication of the NHS Plan the suggestion of
PALS has come under fire because of their lack of independence and the
confusion of the very distinct advisory and advocacy roles. Ministers have
recently suggested that PALS will be responsible for advising patients on how to
access independent advocacy commissioned either by the local health

authorities or local authorities, or provided by local authorities.

Although the provision of independent advocacy for complainants goes some
way to addressing concerns about the independence of PALS, there still remains
the problem that PALS will be employed by Trusts. Even when they are sorting
out “problems for patients before they escalate into serious complaints” (Alan
Mitburn, House of Commons, 10 January 2001) they may feel that they must be loyal to
their employer when they are advising patients and their relatives. There is also
the problem that serious complaints quite often start off as ‘minor’ complaints. At
what point would PALS be expected to withdraw their involvement?

As with PALS there is a lack of detail about ILAFs and they are not mentioned in
the Bill. It has been stated by Ministers, and civil servants, that ILAFs will be
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made up of local residents and representatives from local Patients’ Forums, apd
that they will provide advice to health authorities about local needs and priorities.

These new bodies will play critical roles yet they do not form any part of the Bill
so will not have a statutory basis. Without a statutory basis, their continued
existence will not be guaranteed.

Clause 11 - Patients” Forums: entry and inspection of premises

This clause allows the Secretary of State to make regulations requiring
health authorities, primary care trusts and NHS trusts or providers of family
health services to allow authorised members of Patients’ Forums to inspect
premises owned or controlled by them.

The extension of visiting and inspection to primary care is a welcomed
development. However, it is proposed to limit the rights to visit and inspect by
regulation. It is essential that provisions are made to enable Patients’ Forums to
make visits by arrangement and unannounced. Many CHCs make unannounced
visits. [f all visits have to be made by prior agreement it will be possible for those
under inspection to mask problems from the public eye.

Clause 12 - Patients’ Forums: annual reports

This clause sets out the requirement for Patients’ Forums to produce
annual reports for submission to their Trusts and the Secretary of State.

ACHCEW believes that Patients’ Forums should also be required to submit their
annual reports to their local overview and scrutiny committees with regular and
systematic information about their work throughout each year. This information
would help to inform the scrutiny role of the local authorities. They should also
have a duty to share information with local health authorities. Patients’ Forums
should be obliged to produce similar information for local people.

Clause 13 - Patients’ Forums: supplementary

This clause enables the Secretary of State to make further provision for
Patients’ Forums.

Much of the detail concerning the establishment and organisational aspects of
Patients’ Forums has been left to regulations that may be introduced at the
discretion of the Secretary of State. The Bill must make it a requirement that
there be widespread consultation before any regulations are implemented.
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The Bill limits membership of Patients’ Forums to representatives of voluntary
organisations who represent the interests of patients or carers, and to patients
and ex-patients of Trusts. The Bill and regulations must ensure that membership
of Patients’ Forums is not unnecessarily restrictive and that all sections of the
community can be included.

The recently established NHS Appointments Commission will be responsible for
appointing all non-executive board members. It is not clear from the Bill how this
Commission will relate to the appointment of a non-executive board member by a
Patients’ Forum.

We are concerned that it must be made very clear to members of Patients’
Forums from the outset exactly what will be their rights and responsibilities. For
example, the members of the Patients’ Forums appointed to be non-executive
directors will have to be made aware of their corporate liabilities, and the
possibilities of conflicts of interest arising between their duty to represent patients
and the public, and their duty to act in the best interest of the Trusts.

Clause 14 - Abolition of Community Health Councils in England

This clause provides for the abolition of Community Heaith Councils in
England and the Association of Community Health Councils for England
and Wales.

The proposed abolition of CHCs in England was announced in the NHS Plan
published in July 2000. The proposal to abolish CHCs did not form part of the
National Plan consultation: “...there was CHC representation™ on the
modernisation action teams, including the one that I chaired on patient
empowerment. However, it was clear that, after the consultation period in which
the teams met, any decision made would be the responsibility of Ministers” (Gisela

Stuart, House of Commons 28 November 2000).

*There was one CHC chief officer on the modernisation action teams but she was selected by the
Department of Heaith, was not there in a representative capacity, and was not allowed to share
details of the meetings with CHCs. This, therefore, constitutes neither representation nor
consultation.

Since the publication of the NHS Plan there has been no public consultation on
the decision — members of the public and interested bodies have not been given
the opportunity to have their say about the abolition of the only statutory, patient-
led, patients’ watchdog. “More important than these concerns, however, is the
lack of public consultation on these proposals. They did not come out of the
modernisation action team of which [ was a member; neither have CHCs
themselves been given proper opportunity to engage in the debate over their
future. . .the future credibility of patient empowerment initiatives will be
undermined by this glaring omission of patient consultation”.(Letter from General
Secretary, Royal College of Midwives, to Secretary of State for Health 22/12/00).
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Over 100 MPs signed an Early Day Motion calling for the Government to consult
on the issue of abolition and to build on the strengths of CHCs.

In Wales, the Welsh Assembly is carrying out a consultation, involving CHCs and
other stakeholders, on how best patients and the public can be represented in
Wales before making any decisions. In Scotland, the Scottish Parliament’s
Health Plan included a commitment to working with health councils to improve
patient empowerment. “Help the Aged is concerned that should the Assembly
choose to retain CHCs while England abolishes them, patients in Wales and
Scotland will continue to benefit from a clear statutory system of local
accountability, while patients in England will be faced with a bewildering array of
new structures and systems purporting to fill the void left by the abolition of
CHCs". (Help the Aged: Health and Social Care Bill briefing)

The NHS Plan outlined plans to replace CHCs with a number of disparate bodies
including OSCs, PALS, ILAFs, and Patients’ Forums. ACHCEW is concerned
that by abolishing CHCs in favour of these other mechanisms, the Government is
seeking to “replace a Watchdog of proven efficacy whilst introducing a system
that will be more fragmented, less independent, and ultimately far less effective”.
(Watchdog or Lapdog? — the NHS Plan and patient empowerment, ACHCEW Health
Perspective)

In 1999 an independent commission chaired by Will Hutton looked at how the
interests of the public are represented in the NHS. The Commission considered
evidence from patients’ representatives, members of the public and NHS
organisations and staff. In its final report the Commission recommended that
“The network of community health councils should be strengthened by extra
central public funding and an enhanced statutory role as patient watchdogs and

advocates.” (New Life for Health. The Commission on the NHS Chaired by Will Hutton (2000)
Vintage)

ACHCEW and CHCs have also for some time recognised that they need to
change in order to be more effective on behalf of patients and the public in an
ever-changing NHS. In evidence to the National Plan ACHCEW advocated an
enhanced role for CHCs that would bring them, and therefore, public
representation into the 21 century.

There is a strong body of opinion that the reform of CHCs, rather than abolition,
would be the best course of action. This would ensure that the expertise and
knowledge of CHC staff and members would not be lost to the public. Since the
publication of the NHS Plan CHCs have proposed to Ministers ways in which
CHCs could be changed that would allow them to support the new agencies
created by the Bill. For example, reformed CHCs could provide Patients’ Forums
with independent information and advice. Ministers have rejected these
proposals.
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A national body for patient involvement and representation

The Bill proposes the abolition of ACHCEW the national body for CHCs in
England and Wales, but makes no provisions for there to be a national overview
of patient representation and involvement. There is a clear requirement for a
national body to take on a range of functions including training of staff and
volunteers, exchange of best practice, establishing performance standards, the
provision of expert advice, legal services, human resources, and research and
publications. Without a national body taking on a coordinating role for each of
these functions administrative efficiency will be poor and it is likely that there will
be significant inconsistencies in the quality of patient and public representation
and involvement throughout the country. Patients and the public should be able
to expect the same standards of representation regardless of where they happen
to live.

In the debate on the Second Reading of the Bill, the Secretary of State
announced that the Department would be funding work to look at the feasibility of
forming a “national patients’ organisation to act as an independent umbrella body
for NHS patients”. Although this is a welcome development we are concerned
that the report will not be completed until March. This means that if the decision
to establish a national body is made it will be too late for the body to be given
statutory powers. The Secretary of State said that he expected that the
Department would “provide the funding needed to establish and run the new
national patients’ organisation”. There are no guarantees that a new body will be
established. However, if the feasibility study is favourable Ministers should be
required to consult widely before implementing any plans for the new body.
ACHCEW made a number of proposals to the Department looking at the possible
structure and functions of a national body in the new system and ways in which
the Association could evolve to meet the needs of the Government’s proposalis.
The ACHCEW proposals appear to have been dismissed by civil servants.

The Association of Community Health Councils for England and Wales
(ACHCEW), the existing national body, should not be abolished until a new
national body has been established so that there is continuity of experience and
expertise.

Clause 15 - Power to abolish Community Health Councils in Wales

This clause gives the National Assembly for Wales the option of retaining
or abolishing CHCs in Wales.

The National Assembly for Wales should be given the option to reform CHCs, not
just retain or abolish them, following the outcome of their consuitation exercise
on the best way for patients and the public to be represented in Wales.
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Clause 59 - Control of patient information

This clause gives the Secretary of State powers to make regulations
concerning the use of patient information.

This clause not only gives wide powers to the Secretary of State to make
regulations controlling the use of patient information, but also more importantly,
to limit the rights of patients to know and consent to these uses. If enacted the
Secretary of State will be given the power to override the already limited
safeguards for patient confidentiality, which are to be found in the Data
Protection Act 1998. This will amount to an attempt to undermine the guidance
issued by professional bodies such as the General Medical Council. The
Government does not appear to want to take this opportunity to put patient
involvement and consent at the centre of the debate over uses to which patient
information may be put.

This clause also extends the definition of medical purposes to include social
services. This confirms the Government's intention to allow patient identifiable
information to be passed between health professionals and social services
authorities. This would, once again, be without any requirement that the
individual be told that information will be shared, never mind being given the
opportunity to object.

There has been no consultation over these new powers. The Bill refers to a need
for the Secretary of State to consult before taking advantage of them, but at the
same time abolishes the very bodies that represent the views of patients, CHCs
and ACHCEW.

ASSOCIATION OF COMMUNITY HEALTH COUNCILS FOR ENGLAND AND WALES
(ACHCEW)

30 DRAYTON PARK

LONDON N5 1PB

EMAIL: mailbox@achcew.org.uk
TELEPHONE: 020 7609 8405
FAX; 020 7700 1152
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