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Summary
Introduction
This report presents the findings of a brief evidence review conducted by the Evidence
Centre in the Health Research Board (HRB) on international models of patient advocacy.

Purpose of the review
In its Report of the investigation into the safety, quality and standards of services provided by
the Health Service Executive to patients in the Midland Regional Hospital, 2015, HIQA
recommended that a patient advocacy service be established for health services in Ireland. It
is proposed that the advocacy service will be external to the Department of Health (DoH)
and the Health Service Executive (HSE). The purpose of this review is to identify and examine
international models of patient advocacy services for health services to inform the work of
the DoH.

Research questions
1. What is advocacy and what models are used for advocacy services?
2. How are state-directed1 advocacy services established and what are their functions?
Countries of interest include England, New Zealand and Australia.
3. In countries with state-directed advocacy services, are these services evaluated?

Methods
We undertook a PubMed search using the Medical Subject Headings (MeSH) term ‘patient
advocacy’. The search yielded 22,626 hits. Given the tight time frame for completing the
review, it was not feasible to screen this number of papers. We then undertook a more
targeted PubMed search using the MeSH term ‘patient advocacy’ and the three Englishspeaking countries with state-directed advocacy under study, i.e. New Zealand, England and
Australia. However, this PubMed search only yielded one relevant paper, which we included
in this review. These results determined that the review questions would be best answered
by using an iterative or non-systematic process. To answer Question 1 on the different
models of advocacy, we undertook a Google search using the following terms; ‘models of
patient advocacy’, ‘framework patient advocacy’, ‘advocacy in healthcare’. We examinedthe
results from the first 10 pages of each search. In order to answer Questions 2 and 3, we
repeated the Google search, but we also included the country name under study. Finally, we
did a targeted search of websites in each country that may be relevant to this brief.

Findings
Question 1
Definition of advocacy
There are many definitions of the term ‘advocacy’, and these are broadly similar. The
literature on definitions of advocacy is mainly related to the area of disability. One of the
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In this review ‘state-directed’ is defined as carrying out a statutory role specified by the state and funded by the state to do so

3

more common definitions first appeared in the Australian National Advocacy Research
Project; it described advocacy as:
‘Functioning (speaking, acting, writing) with minimum conflict of interest on behalf
of the sincerely perceived interests of a person or group, in order to promote,
protect and defend the welfare of, and justice for, either individuals or groups, in a
fashion which strives to be emphatic and vigorous.’

Models of advocacy
There are many advocacy models – one report identified 17 different models. The six models
that recurred most often in the literature are:
 Self-advocacy – individuals are supported so that they may represent and speak up
for themselves;
 Group advocacy – people with shared experiences, positions or values coming
together in groups to talk and listen to each other and speak up collectively about
issues;
 Peer advocacy – involves ‘one-on-one’ support by a service user who shares a
common experience, past or present, to help another to express and fulfil their
wishes;
 Citizen advocacy – ordinary citizens are encouraged to become involved with a
person in their community who might need support;
 Independent/Representative advocacy – an independent service where trained
advocates are employed to deal with specific problems and to work with an
individual until that problem is resolved;
 Legal advocacy – this seeks to defend the rights and interests of people through the
legal system.
There is also a model known as empowerment advocacy, which is the model of advocacy
used by the Health and Disability Advocacy Service in New Zealand. Empowerment advocacy
is used to assist, or act on behalf of, a consumer. This requires the advocate to direct the
process to assist the consumer to resolve their complaint, rather than directing the content
of the complaint. The advocate’s role that works best in empowerment is as a:
 resources person – linking consumers to resources in ways that improve their
confidence and solution-finding abilities; or
 coach/mentor – teaching processes and skills, imparting knowledge and information
that enable the consumer to retain control of their own concerns and issues.
There are different approaches to advocacy. The focus of advocacy may be on an individual
(case advocacy) or a group issue (cause advocacy).
 Case advocacy involves advocating with or for an individual.
 Cause advocacy is issue-based and it aims to influence institutions, governments and
society by informing and shaping policies and legislation.
Advocacy may also be instructed or non-instructed.
 Instructed advocacy is working with or on behalf of an individual person or group on
the lawful instructions of the person or group.
 Non-instructed advocacy is where the advocate acts independently of the individual,
in some cases through necessity, as the individual may be incapacitated or may not
have the skills to advocate for themselves. Capacity to instruct or understand can be
diminished for a number of reasons, for example, mental health problems, dementia,
or learning disabilities.
4

Questions 2 and 3
Patient advocacy in New Zealand
The Health and Disability Advocacy Service was established in 1996 under the Health and
Disability Commissioner Act 1994, following the publication in 1988 of The report of the
Committee of Inquiry into allegations concerning the treatment of Cervical Cancer at
National Women’s Hospital and into other related matters (The Cartwright Inquiry). The
1994 Act set up the Office of the Health & Disability Commissioner who acts as the
ombudsman, provided for a code of patients’ rights, and requires the appointment of an
independent statutory officer – the Director of Advocacy. The establishment of the Code of
Rights by government regulation gives it legal status and renders it enforceable. Only the
Minister of Health can make changes to the code.
Unlike most developed countries, New Zealand has a national no-fault system of
compensation for accidental injury, including medical injury. This scheme covers the cost of
rehabilitative medical care and earnings-related compensation. Limited lump-sum
compensation may be available, and tort claims for damages for negligence are barred.
Under this scheme, it is necessary only to prove that the injury was caused by medical
treatment and there is no need to establish blame or individual responsibility.
Both the complaints service and the advocacy service are provided by the Commissioner’s
office. The procedure works as follows. The complainant contacts the advocacy service and
an advocate, who is on the side of the complainant, is assigned to assist. The advocate
listens to the complainant’s story, clarifies rights, and outlines options. If the option selected
is a face-to-face resolution meeting, the advocate helps the complainant prepare for this
meeting and may attend the meeting. The advocate has a simple resolution agreement form
at the meeting in the event that there is agreement to ongoing actions beyond the meeting,
and follows up any actions that are not carried out by the date specified. The matter is
closed when all or some of the goals have been met, or when the complainant withdraws
the complaint, or when an unresolved matter is sent to the Commissioner. Although
advocates are on the side of the consumer, the Commissioner is required to be impartial and
does not take sides. If a complaint is referred to the Commissioner, both the complainant
and the service provider will be asked to provide supporting evidence and may need to be
interviewed. The Commissioner may also get advice from an independent expert and may
refer the complaint to formal mediation if he thinks the issue can be resolved this way. He
will produce a report containing his recommendations, which may range from an apology
from the provider to specific recommendations relating to ways in which the provider could
improve his or her practice.
Under the 1994 Act, a director of advocacy role was established to purchase advocacy
services from community providers and provide the link with, and accountability to, the
Commissioner’s office. In 1996, three types of groups were awarded the initial contracts:
existing advocacy groups working within the health and disability sectors; those working
within a mediation model or as complaints services; and newly established services. Initially,
there were 10 three-year contracts, but by 1999 the number of contracts had decreased to
three, with providers having merged into larger organisations. In 2006, the Director of
Advocacy and National Advocacy Trust agreed to one national contract with a National
Advocacy Service. Currently, there are 46 advocates in 23 community-based offices. They
are supported by administrative staff, four regional team managers, a national education
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and training manager, and the national service manager. The expenditure on the advocacy
service for the year ended 30 June 2015 was NZ$4,935,902.
We could not find any independent evaluation of the effectiveness of the advocacy service.
The 1994 Act requires the Commissioner to review the Act and the Code of Rights, and
report his findings to the Minister. The last review was undertaken in 2009. The
Commissioner’s annual reports contain information on performance measures. For the year
ended 30 June 2015 the advocacy service received 3,635 complaints; 87% were closed
within three months; 99% were closed within six months, and 100% were closed within nine
months; 92% were partially or fully resolved; and 94% of consumers were satisfied with the
service they received. Overall, in 2015, the service achieved its targets for the year.

Patient advocacy in England
In England there are two advocacy services that have a statutory basis – the NHS Complaints
Advocacy Service and the independent advocacy service that is provided under the Care Act
2014.
NHS Complaints Advocacy Service
People who wish to complain about their treatment or care received under the NHS in
England may receive support from the NHS Complaints Advocacy Service, which was
established in 2003. This service only provides advocacy to people who wish to make a
complaint about a service they received from the NHS; it does not provide support to people
to make decisions about the care they receive. It is free at the point of use, is independent
and confidential, and is a legal requirement under the National Health Service Act 2006. In
2009, the Local Authority Social Services and National Health Service Complaints (England)
Regulations were published, aligning social services and NHS complaints, and subjecting
them to the same complaints process; the NHS Complaints Advocacy Service is required to
be fully compliant with these regulations. The system of advocacy provision changed in April
2013. The Health and Social Care Act 2012 placed an obligation on all 353 local authorities to
commission a local NHS Complaints Advocacy Service.
All healthcare providers within the NHS have a legal obligation to provide an accessible and
responsive complaints procedure for service users. The first step in the complaints process is
local resolution and this involves raising the matter in writing, or speaking to the NHS
commissioned or funded health service provider, e.g. the nurse or doctor concerned. The
service provider’s employer or organisation should have a complaints manager to deal with
the case. Most complaints are resolved at this local stage. The Ombudsman, who is
independent of the NHS and government, investigates complaints about the NHS which
have not been resolved at local level. Before contacting the Ombudsman, the complainant is
generally expected to try to make a complaint to the organisation involved. After doing this,
and if a satisfactory answer is not received from the organisation, or if there is no response,
complainants are advised to contact the Ombudsman.
The type of support offered by the advocacy service will depend on the needs of the person
requiring advocacy support, but can range from supplying information, signposting and
providing access to self-advocacy tools to intensive one-to-one support, including complex
representation at critical junctures of the complaints process. A complaints advocate will
work with a complainant and offer a range of supports at different points in the complaints
process.
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Until March 2013, the Department of Health commissioned advocacy services directly from
the NHS Complaints Advocacy Service, which was provided by three suppliers, and cost
approximately £11.75 million each year. As a result of implementing the new commissioning
model, £2.5 million was added to the existing funding in 2013, in order to compensate for
the loss of economies of scale that were previously delivered by the central procurement
method. Local authorities have three options for commissioning. They may use an
independent model where advocacy services are commissioned as a stand-alone service
from an existing voluntary or community sector organisation. Local Healthwatch may be
commissioned to provide the service or to contract with a sub-contractor. Finally, an
integrated model may be used where advocacy services are commissioned from existing
wider advocacy providers to fit with wider provision of advocacy services e.g. NHS
complaints and independent mental health advocacy.

Independent advocacy under the Care Act 2014
From 1 April 2015, the Care Act 2014 places a new duty on local authorities to involve
people in decisions made about them and their care and support. An independent advocate
must be appointed to a person who has substantial difficulty in being involved, and if there
is no appropriate individual who can support them. A person may be deemed to have a
substantial difficulty if they find it difficult to understand relevant information, retain
information, weigh up information, and communicate their views and wishes. An
appropriate individual cannot be someone who is already providing the person with care or
treatment in a professional capacity or on a paid basis, for example, a GP, a nurse, a key
worker or a care and support worker. The role of the appropriate individual is to support the
person’s active involvement with the local authority processes. All local authorities must
ensure that there is sufficient provision of independent advocacy to meet their obligations
under the Care Act and it is unlawful not to provide someone who qualifies with an advocate.
The main functions of the advocate are to support the person to make their own decisions
and be as involved as possible within decision-making processes, and to represent a person,
which may involve speaking on their behalf. Advocates must never take responsibility to sign
off or agree plans. The advocacy service is free at the point of use. An impact assessment
has estimated that the cost of providing this service will increase from £14.5 million in 2015–
2016 to £67.1 million in 2018–2019.It appears that no new funding will be made available to
local authorities to provide this advocacy service.

Evaluation of patient advocacy services in England
There appear to be no published national data on the numbers accessing the service and
there are no national data pertaining to the quality of the NHS Complaints Advocacy Service.
The NHS publishes annual data on the number of complaints that it receives. It provides no
information on the number of complainants who access advocacy through the NHS
Complaints Advocacy Service. While some of the local authorities and providers of NHS
complaints advocacy publish annual reports which contain data on the advocacy service
they provide, this is not done at a NHS national level. No evaluation has been undertaken on
the quality of independent advocacy under the Care Act; however, this is not surprising as
the service has only been in existence since 1 April 2015. We found no evidence that there
are plans to monitor the quality of the advocacy service into the future.

Patient advocacy in Western Australia
None of Australia’s states or territories has a state-directed advocacy service. However, in
Western Australia the Health Consumers’ Council (HCC), an independent, not-for-profit
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agency that is almost completely government funded, provides free advocacy for healthcare
users.
The Health and Disability Services Complaints Office is an independent statutory authority
which provides an impartial resolution service for complaints relating to health and disability
services. The Complaints Office reviews and reports on the causes of complaints, undertakes
investigations, suggests service improvements and advises service providers about effective
complaint resolution. The Complaints Office encourages complaints to initially be raised with
the service provider, as offering the provider a chance to address the issues usually results in
speedier resolution of a complaint. However, this is not a requirement. If raising the
complaint with the service provider proves unsatisfactory, the complainant may call the
Complaints Office’s Assessment Team. There are two resolution processes: negotiated
settlement and conciliation. Negotiated settlement involves an exchange of information
between parties via a case manager. The role of the negotiator is to assist in the exchange of
information and to promote resolution of the complaint. Conciliation generally involves all
parties engaging voluntarily in a face-to-face meeting to discuss the complaint; this is
conducted by a trained conciliator
The HCC represents the consumer voice in health policy, planning, research and service
delivery. It comments publicly on all issues affecting health and also provides an individual
advocacy service, but it does not have the statutory powers to effect change or to require
responses from health service providers. The HCC advocate can help consumers to seek the
most appropriate options to resolve their complaints about the healthcare they have
received. Access to the advocacy services is free. Advocates assist with clarifying the
complaint and identifying options, and formulating the complaint; in addition, they attend
meetings with consumers. They also assist with complaints that identify a systemic problem.
HCC advocates may offer consumers the opportunity (at no cost) to meet with a lawyer who
has expertise in medical negligence. Sometimes, the advocate will suggest this because they
believe the consumer may have a chance of making a successful claim. On other occasions it
can help consumers to understand the reasons why legal action is not likely to be
worthwhile. If a consumer decides to pursue legal action, there is no expectation that they
will choose the lawyer they met through the HCC. For the 12-month period 2014/2015 the
HCC advocacy team received 621 requests for support; of these, 520 cases received
individual advocacy. In that period, the HCC employed 10 people, including 2.8 full-time
equivalent (FTE) advocates

Conclusion
The three models of patient advocacy have a number of differences. While the role of the
advocate is very similar in each country, there are differences in the legal status of the
advocacy services and in how these services are commissioned. While New Zealand appears
to have a very good model of patient advocacy, it is unclear what role its no fault medical
indemnity scheme plays and how a similar service would operate in Ireland with its tort
system.
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Introduction
This evidence brief was undertaken by Deirdre Mongan, Jean Long and Louise Farragher of
the Evidence Centre in the Health Research Board (HRB) at the request of the Department
of Health (DoH). An evidence brief provides a summary overview of key sources of selected
research evidence. While it provides insight into a topic for a future formal evidence review
or primary research study, it is not a comprehensive overveiw and may therefore miss
excellent papers in obscure or low-level journals. An evidence brief is not suitable for peer
review because it is not based on a comprehensive search and analysis. Evidence briefs are
undertaken as part of a knowledge brokering service offered to policymakers in the DoH by
the Research Services Division in the DoH in collaboration with the Evidence Centre in the
HRB. The questions were set by the DoH through an iterative process with the Research
Services Division and the Evidence Centre. This review was completed within a three-month
time frame.

Purpose of the review
The provision and quality of patient advocacy services provided by the Irish State has
recently been criticised in the Ombudsman’s Learning to Get Better1 report and HIQA’s
Report of the investigation into the safety, quality and standards of services provided by the
Health Service Executive to patients in the Midland Regional Hospital, Portlaoise,2 which was
published in 2015. The HIQA report recommended that a National Patient Advocacy Service
be established.
It is proposed that the advocacy service will be external to the Department of Health and
the Health Service Executive (HSE).
The DoH requires examination of the most appropriate model to deliver the National
Patient Advocacy Service. Models could include the expansion of advocacy services
currently provided by existing agencies, or a new advocacy service commissioned by the
DoH, or a combination of both. The purpose of this review is to identify and examine
international models of patient advocacy services that are currently used.

Research questions
Question 1:
What is advocacy and what models are used for advocacy services?
Question 2
How are state-directed advocacy services established and what are their functions?
Countries of interest include England, New Zealand and Australia.
Question 3:
In countries with state-directed advocacy services, are these services evaluated?
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Methods
We undertook a PubMed search using the MeSH term ‘patient advocacy’. This search
yielded 22,626 hits. Given the tight time frame for completing this review, it was not
feasible to screen this number of papers. However, an analysis of the most recent 200 hits
indicated that the majority of papers were United States based, and related to non-statedirected advocacy, which centred around single issues. We then undertook a more targeted
PubMed search using the MeSH term ‘patient advocacy’ and the three English-speaking
countries with state-directed advocacy under study i.e. New Zealand, England and Australia.
For New Zealand, there were 220 results; for England, there was 469 results; and for
Australia, there was 484 results. Each of these was screened. However, this PubMed search
only yielded one relevant paper, which we included in this review. This results of the
PubMed search determined that the questions in the review would be best answered by
using an iterative or non-systematic process. To answer Question 1 on the different models
of advocacy, we undertook a Google search using the following terms: ‘models of patient
advocacy’, ‘framework patient advocacy’, ‘advocacy in healthcare’. We went through the
results from the first 10 pages of each search. In order to answer Questions 2 and 3, we
repeated the Google search but we also included the country name under study. Finally, we
did a targeted search of websites in each country that may be relevant to this brief. The
websites searched are as follows:
England
1. www.dh.gov.uk Department of Health UK
2. www.england.nhs.uk NHS England
3. www.local.gov.uk Local Government Association
4. www.nuffieldtrust.org.uk Nuffield Trust
5. www.healthwatch.co.uk Healthwatch England
6. www.kingsfund.org.uk King’s Fund UK
7. www.scie.org.uk Social Care Institute for Excellence
8. www.npsa.nhs.uk National Patient Safety Agency UK
9. www.patients-association.com National Patients Association UK
10. www.pickereurope.org Picker Institute Europe UK
11. www.invo.org.uk INVOLVE UK
12. www.napp.org.uk National Association for Patient
13. www.nhssurveys.org NHS Trust Patient Surveys UK
14. www.pifonline.org.uk Patient Information Forum UK
15. www.nice.org.uk National Institute for Clinical Excellence
New Zealand
1. www.hdc.org.nz Health & Disability Commissioner
2. www.cab.org.nz Citizens Advice Bureau New Zealand.
3. www.health.govt.nz New Zealand Ministry of Health
4. www.nzgg.org.nz New Zealand Guidelines Group New Zealand
Australia
1. www.health.gov.au Department of Health Australia
2. www.dss.gov.au Australian Government Department of Social Services
3. www.advocacyfordisability.org.au/ Advocacy for disability
4. www. agedrights.asn.au Aged Rights Advocacy Service Inc
5. www.apo.org.au/source/australian-institute-health-policy-studies Australian
Institute of Health Policy Studies
10

6. www.dana.org.au Disability Advocacy Network Australia
7. www.hconc.org.au Health Consumers’ Council
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Question 1
What is advocacy and what models are used for advocacy services?
Definitions of advocacy
Our literature search provided many definitions of the term ‘advocacy’. These were all
broadly similar and a list of the sources we used can be found in Appendix 1. The literature
on definitions of advocacy mainly related to the disability area. We also found a literature
review by Pearson3 (2009), which was undertaken as part of a project to research the
models of advocacy funded under the Australian National Disability Advocacy Program, and
which reviewed the literature to define advocacy and the different models of advocacy that
exist.
Pearson et al. identified three definitions of advocacy in their literature review. As follows:
1. Cocks and Duffy use Wolfensberger’s definition of advocacy in their 1993
monograph presenting the results of the Australian National Advocacy Research
Project, i.e. advocacy is: Functioning (speaking, acting, writing) with minimum
conflict of interest on behalf of the sincerely perceived interests of a person or
group, in order to promote, protect and defend the welfare of, and justice for,
either individuals or groups, in a fashion which strives to be emphatic and
vigorous.4 From our literature search, this appears to one of the more common
definitions of advocacy used.
2. Martin (2003)5 writes that ‘advocacy involves taking action in defence of a person’s
interests’ and ‘may involve the advocate taking direct action, trying to get others
to take action, or helping the person to develop skills for personal achievement’.
3. Parsons (1994)6 suggests: Advocacy is essentially the very ordinary process of
standing up for the rights of people who are being treated unfairly. Parsons goes
on to explain that despite its ordinariness, advocacy is rarely easy.
Definitions of advocacy in the jurisdictions under study in this review
In New Zealand, the Health & Disability Commissioner states that advocacy belongs to the
family of conflict resolution. Conflict can be resolved using two or three parties, depending
on whether a model for mediation, conciliation, negotiation or advocacy is used. Advocacy
means to advocate for or defend how you feel about something by advancing a certain
viewpoint. In England, the Health and Social Care Act states that the NHS Complaints
Advocacy Service provides assistance (by way of representation or otherwise) to persons
making or intending to make a complaint.7 In relation to advocacy provided under the Care
Act 2014, the Department of Health defines advocacy as ‘supporting a person to understand
information, express their needs and wishes, secure their rights, represent their interests
and obtain the care and support they need’.8
In Western Australia, no definition of advocacy is provided. In Queensland, Australia the
organisation Health Consumers Queensland has developed a health advocacy framework9
even though there is a state-directed patient advocacy service. Given the lack of a
universally accepted definition of health advocacy and the differing perspectives about the
meaning of advocacy, Health Consumers Queensland developed a definition that captures
stakeholders’ views as to what constitutes health advocacy in Queensland: Health advocacy
is speaking, acting or writing with minimal conflict of interest to support a health
consumer or group’s wellbeing, and to promote, protect and defend their right to
accessible, safe, quality healthcare. Health advocacy can be undertaken by the consumer
12

themselves, or by an independent advocate loyally representing the individual or group’s
perceived interests.

Models of advocacy
There are many advocacy models and classifications in the literature – at least 17 different
models have been described in the literature and a list of the documents we reviewed is
provided in Appendix 1. The literature on the models of advocacy mainly relates to the
disability field. Table 1 briefly describes the models that recur most often in the literature.
There is some overlap between these models.
Table 1: Description of the most common models of advocacy
Model of
advocacy
Self-advocacy

Group/
Collective
advocacy

Peer advocacy

Citizen/
Volunteer
advocacy

Description
In simple terms, it means standing up for oneself. The goal of self-advocacy is for
people to decide what they want and to carry out plans to help them get it. Selfadvocacy is the process by which people are empowered to develop the skills and
confidence to represent their own views and interests. It involves making informed
decisions and taking responsibility for those decisions. The core components of
self-advocacy have been identified as:
 being able to express thoughts and feelings with assertiveness if necessary;
 being able to make choices and decisions;
 having clear knowledge about rights;
 being able to make changes.
Group advocacy evolves from self-advocacy and it involves people with shared
experiences, positions or values coming together in groups to talk and listen to
each other and speak up collectively about issues that are important to them.
These groups aim to influence public opinion, policy and service provision. A
collective voice can be stronger than that of an individual, as groups are more
difficult to ignore. Being part of a group can also help to reduce an individual’s
sense of isolation when raising a difficult issue. Groups can vary considerably in
size, influence and motive. Similar to self-advocacy, group advocacy is seen as
enabling people to have a voice, enhancing personal identity and raising selfesteem. It involves a process through which individuals acquire and develop the
skills and confidence to represent their own needs, concerns and interests within a
group setting.
Peer advocacy occurs when one person advocates for another person who shares a
common experience, difficulty or discrimination. Peer advocates are experts by
experience, and they use this experience to understand and empathise with their
advocacy partner. Peer advocacy works to increase self-awareness, confidence and
assertiveness so that the individual can speak out for themselves. Power dynamics
are more equal in peer advocacy, because both parties have experienced and
struggled through similar issues and experiences. Peer advocacy can be conducted
on an individual or collective basis. It is also known as support advocacy and is
often used by support groups.
Citizen advocacy is when ordinary citizens are encouraged to become involved with
a person in their community who might need support. The citizen advocate is not
paid and is not motivated by personal gain. The relationship between the citizen
advocate and their advocacy partner is on a one-to-one, long-term basis. It is based
on trust between the partner and the advocate. Citizen advocates are encouraged
13

Model of
advocacy

Description

to represent the interests of the person as if they were their own. They should be
independent of service providers, potential service providers and families, in order
to avoid any conflicts of interest. The advocate supports their partner using their
natural skills and talents, rather than being trained in the role. Citizen advocates
attempt to foster respect for the rights and dignity of those whose interests they
are representing. This may involve helping the person express his or her concerns
and aspirations, and providing other practical and emotional support to him or her.
Representative Representative advocacy is an independent service where trained advocates are
/Independent
employed to deal with specific problems and to work with an individual until that
advocacy
problem is resolved. It usually involves casework and complex issues that require
specific knowledge and expertise. This tends to be a more formal type of advocacy,
and trained advocates working to a code of practice are often paid to provide this
service. The advocates are experts by training and not necessarily through direct
experience. This form of advocacy can apply to formal advocacy enshrined in
statute (for example, in New Zealand), where advocates are appointed by an
Advocacy Commissioner. An advocate supports an individual to represent their own
interests, or the advocate may represent the views of an individual if the person is
unable to do this themselves. The advocate provides support, information and
representation, with the aim of empowering their partner and enabling them to
express their needs and choices.
Legal advocacy Legal advocacy seeks to defend the rights and interests of people on a one-to-one
basis through the legal system. Legal advocacy is undertaken by a lawyer or
individual with appropriate legal knowledge. It involves members of the legal
profession helping individuals to exercise their rights through the courts and legal
system. Legal advocacy has a significant role to play in the area of mental health,
where people can be detained in hospital against their wishes.
In addition to the models of advocacy described in Table 1 there is also empowerment
advocacy, and although this is not described in great detail in the literature it is the model of
advocacy used by the Health and Disability Advocacy service in New Zealand, which is
pertinent to this review. Empowerment advocacy is used to assist or act on behalf of a
consumer. This requires the advocate to direct the process to assist the consumer to resolve
his or her complaint, rather than directing the content of the complaint. The aims of
empowerment are to assist consumers to see:
 themselves as people with rights who have the resources to find solutions to their
own problems;
 themselves as having skills and strengths;
 advocates as having knowledge and skills that consumers can use;
 advocates as peers and partners in finding solutions and driving change;
 that power structures are complex and partly open to influence.
The advocate’s role that works best in empowerment is as a:
 resources person – linking consumers to resources in ways which improve their
confidence and solution-finding abilities; or
 coach/mentor – teaching processes and skills, imparting knowledge and information
that enable the consumer to retain control of their own concerns and issues.
The advocacy service has also visually defined an empowerment continuum (Figure 1).
People from time to time may find themselves at different points on the empowerment
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continuum, depending on the issue they are facing, the level of support they have, their
wellness, ability and motivation, as well as the information and/or knowledge they have.
Generally, those people who are experiencing disempowerment require a wider range of
advocacy skills and knowledge, and more time. Advocates are likely to need specialist skills
when working at the disempowerment end of the continuum, or they may need expert
advice or support, for example, an interpreter, cultural advisor or welfare guardian.
Advocates need to be flexible in the approaches they use, in order to ensure that consumers
receive the type of advocacy support most likely to increase their ability to self-advocate
and become empowered to make their own choices about the solutions to their issues and
concerns.
Disempowered
(Diminished ability and motivation,
limited knowledge)

Doing for

Empowered
(Ability, knowledge, motivation)

Doing with

Coaching

Mentoring

Figure 1: Empowerment continuum

Approaches to advocacy
In addition to different models of advocacy, there are a number of different approaches to
advocacy. The focus of advocacy may be on an individual (as in case advocacy) or a group
issue (cause advocacy).
 Case advocacy refers to advocating with or for an individual. Advocacy strategies
include representing the individual, supporting them to represent their own
interests and ensuring that they are empowered to voice their perspectives.
 Cause (or systemic) advocacy is more issue based and group oriented. Systemic
advocacy aims to influence agencies, institutions, governments and society by
informing and shaping policies and legislation. The focus is usually on structural or
political issues, with advocates acting as spokesperson.This form of advocacy does
not focus on an individual, but instead represents the rights and interests of a group
with similar concerns and issues. This could include lobbying at political level.
Advocacy may also be instructed or non-instructed,
 Instructed advocacy is working with or on behalf of an individual person or group on
the lawful instructions of the person or group.
 With non-instructed advocacy, advocates act independently of the individual, in
some cases through necessity, as the individual may be incapacitated or does not
have the skills to advocate for themselves. This may be because of the person’s
limitations in grasping concepts, or because they are not able to make others
understand their wishes due to significant communication barriers. Capacity to
instruct or understand can be diminished for a number of reasons: for example,
mental health problems, dementia, or learning disabilities. However, having one of
these conditions does not automatically mean a person lacks capacity. An advocate
will observe the individual and their situation, look for alternative means of
communication with them, gather information from significant others in their life, if
appropriate, and ensure that the person’s rights are upheld.
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Questions 2 and 3
How are state-directed advocacy services established and what are their functions?
In countries with state-directed advocacy services, are these services evaluated?
Countries of interest include New Zealand, England and Australia.

Patient advocacy in New Zealand
Background
New Zealand has a nationwide, publicly funded health and disability advocacy service which
was formally established in 1996 under the Health and Disability Commissioner Act 1994.10
The need for independent patient advocacy within a hospital setting was first mooted in the
Report of the Committee of Inquiry into allegations concerning the treatment of cervical
cancer at National Women’s Hospital and into other related matters, which was published in
1988.11 The report recommended the appointment of an independent and powerful
advocate for the patient who would ensure a focus on patient needs, better information for
patients, the addressing of grievances, and input into ethics committees and teaching. The
report also recommended that a health commissioner be appointed to help negotiate and
mediate patient complaints and establish and promote a code of patients’ rights.
Legislation was eventually passed in 1994 to ‘promote and protect the rights of health and
disability services consumers’ and to ‘secure the fair, simple, speedy, and efficient
resolution of complaints relating to infringements of those rights’. The Health and Disability
Commissioner Act 1994 set up an Office of the Health & Disability Commissioner, who acts
as an independent ombudsman and defines the Commissioner’s functions and powers; in
addition, it established an advocacy service, and provided for a Code of Rights. The Act also
requires the appointment of an independent statutory officer – the Director of Advocacy –
who is based within the Health & Disability Commissioner’s office, and contracts for
advocacy services. In 1996, after a period of public consultation, the Health & Disability
Commissioner developed and adopted the code of patients’ rights used within the advocacy
service. This code is a government regulation, as such, it has legal status and can be
enforced. Only the Minister of Health can make changes to the code. It also places an
obligation on health and disability service providers to take ‘reasonable actions in the
circumstances to give effect to the rights, and comply with the duties’.12

Advocacy and complaints process
Unlike most developed countries, New Zealand has a national insurance scheme – the
Accident Compensation Corporation – to provide a national no fault universal system of
compensation for accidental injury, including medical injury. This scheme scheme covers the
cost of rehabilitative medical care and earnings-related compensation. Limited lump-sum
compensation may be available, and tort claims for damages for negligence are barred.
Under this scheme, it is necessary only to prove that the injury was caused by medical
treatment and there is no need to establish blame or individual responsibility.13 The main
enforcement mechanism for aggrieved health consumers is to complain to an independent
advocate or to the Health and Disability Commissioner. Any person (the consumer, a family
member, or even another provider) may complain about a provider’s care, orally or in
writing. The role of an advocate is to assist a consumer to resolve concerns directly with the
provider. The Commissioner has two options on receipt of a complaint: referral of the
matter to an advocate for resolution, or formal investigation.
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The complaints and advocacy services are both provided by the Commissioner’s office, and
are independent of the health system. According to the Health & Disability Commissioner
(HDC) website (www.hdc.org.nz), the complaints and advocacy process is as follows:
 The complainant, or person acting on their behalf contacts the advocacy service.
The Health & Disability Commissioner then sends referral for advocacy.
 An advocate is assigned to assist, and contacts the complainant directly. As an
advocate is on the side of the complainant, they will always contact the complainant
even when the complaint is made by another person. The advocate will only work
with someone acting on behalf of the complainant if the complainant supports the
complaint. If there are issues of competency, the advocate will still make efforts to
include the consumer in the process wherever possible. This is very important for
people with a mental health crisis as well as for people with an intellectual or
neurological impairment. In some cases, this will not be possible; for example, if the
person is unconscious or is in an advanced state of dementia.
 The advocate listens to the complainant’s story, clarifies rights and outlines options
in recognition of the fact that some complainants just need information in order to
advocate for themselves. Some complainants may simply want to use the advocate
as a sounding board, or to check the letter they have written to the provider
themselves.
 The complainant selects the option they feel would work best for them.
 If the complainant wants the support of the advocate to resolve the matter, the
advocate will assist them to identify the key issues, and what the goals for
resolution are.
 The advocate also assists the complainant to focus on their own strengths and
supports for dealing with the complaint, as well as any barriers that are getting in
the way.
 The advocate assists the complainant to identify the action steps towards resolution.
 If the option selected is a face-to-face resolution meeting, the advocate will discuss
with the complainant how to advise the provider/s, including outlining what the
issues are, setting up the meeting, including organising the date, venue and support
people attending. Resolution meetings are organised on the basis of transparency
and respectful dealings with all parties
 The advocate will have a simple resolution agreement form at the meeting in the
event that there is agreement to ongoing actions beyond the meeting. The
resolution agreement is a one-page form for the ongoing actions agreed to and the
date this will be reported back to the complainant. All parties are provided with a
copy, so that they are clear about what has been agreed to. This is an expression of
goodwill and is not a legal agreement. The advocate will follow up any actions that
are not carried out by the date specified.
 The matter is closed at advocacy, when all or some of the goals have been met,
when the complainant withdraws the complaint, or when an unresolved matter is
sent to the Commissioner. The options for resolution at advocacy are based on the
complainant’s goals for resolution and include ‘fully resolved’, ‘partially resolved’,
and ‘not resolved’. With the exception of significant public safety issues,
complaints referred to the Health & Disability Commissioner or withdrawn are at
the complainant’s request.
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Role of the Health & Disability Commissioner
The Health & Disability Commissioner’s office was established to protect anyone who uses
health and disability services, and to help resolve problems between consumers and
providers of these services. The Commissioner aims to improve the quality of healthcare
and disability services. The Commissioner is also able to refer complaints that he has
received to an advocate, in order to resolve the matter. If the Commissioner makes a
referral to the advocacy service, all parties are notified and the process is explained,
including the time frame for action expected by the Commissioner. The advocate is required
to report back formally to the Commissioner on the outcome. Complaints made to an
advocate that remain totally or partially unresolved, and are not withdrawn, are referred to
the Commissioner. Both parties will be asked to provide supporting evidence and may need
to be interviewed. The Commissioner may also get advice from an independent expert and
may refer the complaint to formal mediation if he thinks the issue can be resolved this way.
He will produce a report containing his recommendations; it is reviewed by both parties
before a final version is released. The final report is sent to the complainant, the provider,
and usually also to relevant professional registration bodies such as the Medical Council or
the Dental Council. The Commissioner may make a number of recommendations, ranging
from an apology from the provider to specific recommendations relating to ways in which
the provider could improve his or her practice.
Although advocates are on the side of the consumer, the Commissioner is required to be
impartial and does not take sides. Advocates may also report to the Commissioner from
time to time on any matter concerning the rights and safety of consumers that they
consider should be brought to the Commissioner’s attention. In this way, advocates perform
an important function of being the Commissioner’s ‘eyes and ears’ in the community.

Role of advocates
Broadly, the functions of an advocate are to:
 ensure that health and disability services consumers are aware of their rights, as
outlined in the Code of Health and Disability Consumers’ Rights;
 promote awareness of the procedures for complaints involving possible breaches of
these rights;
 provide consumers with the assistance needed to ensure that informed consent is
obtained when healthcare procedures are carried out;
 promote awareness of advocacy and processes for providing information and
obtaining informed consent;
 receive complaints regarding healthcare or disability services providers who may
have breached the Code of Health and Disability Consumers’ Rights;
 represent or assist complainants in the resolution of complaints.

Role of the Director of Advocacy
The Director of Advocacy contracts with advocacy service providers who, in turn, employ
advocates to provide the advocacy service. The functions of the Director of Advocacy are as
follows:
 administer advocacy services agreements;
 promote, by education and publicity, advocacy services;
 oversee the training of advocates;
 monitor the operation of advocacy services, and report to the Minister from time to
time on the results of that monitoring.
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How are advocacy services commissioned and organised?
It was initially proposed that the Health & Disability Commissioner would employ advocates,
but a change of government coupled with opposition from the medical community to much
of the proposed legislation resulted in the establishment of an independent advocacy
service. Under this new model, a Director of Advocacy role was established to purchase
advocacy services from community providers and provide the link with, and accountability
to, the Commissioner’s office.14 After a lengthy contract process, the advocacy service was
established in 1996. The prerequisite for these contracts was that services must be totally
independent of health and disability purchasers and providers; only 72 of the more than 300
expressions of interest in tendering for the advocacy service fulfilled the independence
criteria. Three types of groups were awarded the initial contracts: existing advocacy groups
working within the health and disability sectors; those working within a mediation model or
as complaints services; and newly established services. Initially, there were 10 three-year
contracts, but by 1999 the number of contracts had decreased to three, after providers
merged into larger organisations. In 2006, the Director of Advocacy and National Advocacy
Trust agreed to a single national contract with a National Advocacy Service.14
The current National Advocacy Service provides a free, independent, and confidential
service throughout New Zealand to all users of health and disability services. Access is
provided through a Freephone number coordinated by a national call centre advocate.
There are 46 advocates located in 23 community-based offices throughout the country.
These advocates are supported by administrative staff; four regional team managers; a
national education, training and resource manager; and the national service manager, who
has overall responsibility for the day-to-day running of the service. The task of supporting
people to be heard is broken down into two major areas of advocacy work.
First, advocates deal with complaints and promote advocacy and the Code of Rights to
providers and consumers, and they work with all residential homes to provide education
and training. Advocates listen to consumer concerns, provide information, clarify issues,
explain available options, and support consumers in the actions they take to resolve the
complaint.
Second, advocates train consumers and provider groups on consumer rights and provider
obligations
According to the Health & Disability Commissioner Annual Report for the year ended 30 June
2015, for the year ended 30 June 2015, over a 12-month period in 2014/2015, the number
of new complaints to the Advocacy Service rose from 3,468 to 3,635 in 2013/14,
representing an increase of 4.8%. In the five years prior to June 2015, the number of new
complaints received by the advocacy service increased by 28.4%. Advocates were able to
help consumers resolve 92% of the complaints made, or referred, to the service. Eightyseven percent of complaints were closed within three months, and over 99% were closed
within six months; 84% of the complaints were about health services, and 16% related to
disability services. The expenditure on the advocacy service was NZ$4,935,902.15
For the year ended 30 June 2015, the Advocacy Service received 13,479 phone and email
enquiries, which represented a 12.8% increase on the preceding year; 98% of those
enquiries were closed within two days. Enquiries covered a broad range of topics. In
addition to requests for information about the role of advocates, as well as information on
how to make a complaint and requests for education sessions, advocates received requests
for disability resources, information on the role of the Health & Disability Commissioner
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(HDC), mental health matters, funding, fees and treatment costs, information privacy, and
rest home and residential disability home standards. In 2014/2015, advocates visited all of
the 658 certified rest homes nationwide, and 486 rest homes had at least two visits. All of
the 994 certified residential services catering to disabled people had at least one visit from
an advocate, and 630 had at least two visits.
A key element of this advocacy service is that while publicly funded, it is independent, and
this has been enshrined in legislation. The service operates independently of the Health &
Disability Commissioner, government agencies, and health and disability services providers.
The Director of Advocacy (through whom health and disability advocacy services are
purchased) is required by statute to be independent of the Health & Disability
Commissioner and to ensure that services are purchased in accordance with requirements
set out in the Health and Disability Commissioner Act. The decision to appoint a Director of
Advocacy to purchase advocacy services from within the community was also a clear signal
that independence was crucial to the successful functioning of this service. While the
Director of Advocacy is an independent statutory officer based in the Office of the Health &
Disability Commissioner and accountable to the Commissioner for the efficient, effective,
and economical management of the service, the Director must act independently.
Separating the funding from service provision has ensured this independence, despite the
funding coming through the Health & Disability Commissioner’s office.14

What guidelines do advocates have to follow?
Advocates have guidelines (Table 2), a Code of Practice (Table 3), and competencies (Table
4) that describe their role and what consumers can expect from an advocacy service.
Advocates’ practice is evaluated on a regular basis. Any complaints about an advocate or
the advocacy service are reviewed, in order to see where service improvements can be
made. The first Health & Disability Commissioner’s advocacy service guidelines were
approved in 1996. The Minister of Health approved the revised and updated guidelines in
2005, following a comprehensive consultation process including representatives of health
consumers, disability services consumers, healthcare providers, disability services providers
and professional bodies.
Table 2: New Zealand health and disability advocacy guidelines
Health and disability advocacy guidelines
1. Empowerment principle – Advocacy is committed to the belief that consumers already
have skills and experience on which to draw in order to help them resolve their concerns.
Working in an empowering way is based on the belief that it is better to equip and support
consumers to solve their own problems than to take over their problems and fix them on
their behalf. The empowerment principle supports the consumer to resolve the current
issue with assistance, and to learn skills and knowledge to develop confidence to selfadvocate if and when similar issues arise in the future.
2. Low-level resolution – The intention of Health and Disability Commissioner Act and the
Code of Health and Disability Services Consumers’ Rights (the Code) is to promote
resolution of complaints at the lowest appropriate level. Often, the fastest and most
satisfactory way of resolving grievances is for the consumer to deal directly with the actual
provider of the service. The advocacy service established under the Act is fundamental to
this aim of low-level resolution.
3. Code of practice – Advocacy service providers and advocates shall comply with the Code
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as if they were providers for the purposes of the Code, except where such compliance is
inconsistent with these guidelines.
4. Interpretation of and comment on rights – Advocacy service organisations and individual
advocates shall refer any request for interpretation of the Code to the Commissioner.
Advocacy service organisations and individual advocates shall not offer opinions about the
interpretation of the Code or other rights, except to refer consumers, providers or media to
any relevant decisions or statements by the courts, Human Rights Review Tribunal or the
Health & Disability Commissioner, and to assist consumers or providers to understand those
decisions and statements.
5. Quality – It is important that the quality and effectiveness of the advocacy service is
monitored and evaluated regularly and that improvements to the service are made on the
basis of feedback from consumers, complainants, providers and advocates.
6. Empowered – Consumers remain in control and take responsibility for their issues,
concerns and rights. If the consumer is unable to act on his or her own behalf, or it is
culturally inappropriate for the consumer to speak on his or her own behalf and requests
the advocate to do so, the advocate may accept instructions to act or assist on behalf of the
consumer.
7. Protecting the wider body of consumers – Advocates may have concerns about a
provider’s practice or any other matter that relates to the rights of health or disability
consumers. These concerns may have arisen through an advocate working with a consumer
who is unwilling or unable to complain, or from trends identified by the advocate in the
course of his or her work, or from concerns raised by others in the community. In order to
protect the wider body of consumers and ensure the proper accountability of providers, an
advocacy service may contact providers directly about the concerns raised, or draw the
matter directly to the Health & Disability Commissioner’s attention. The advocacy service
can contact the provider directly when concerns can be appropriately resolved at a low
level. An advocate shall refer systemic and non-systemic concerns that cannot be dealt with
appropriately with low-level resolution directly to the Health & Disability Commissioner. A
referral shall also be made where the concern has been raised previously by the advocacy
service, and the provider has not responded or taken appropriate action.
8. Priorities – Persons who are least able to self-advocate, and those persons whose welfare
is most at risk and who do not have an appropriate support person, are the priority for all
inquiry and complaint advocacy services to consumers. Those considered as having their
welfare most at risk are likely to be consumers who may experience two or more of the
following:
 Very little social contact;
 little or no family support;
 difficulty in communicating and being understood;
 living in a situation where physical, emotional, mental or financial abuse by an
informal or formal caregiver is threatened or has occurred;
 mental illness and/or drug or alcohol addictions that may impede their ability to
reason and/or be understood or taken seriously.
9. Consumer interdependence – When working with consumers, advocates assist and
encourage them to develop their own support networks. This enables them to remain in
control and take responsibility for their own issues, concerns and rights. Ongoing support
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networks may include family, extended family, friends and neighbours, other consumers,
paid professionals or advocacy groups, in order to meet their ongoing advocacy needs and
to assist in the resolution of their issues. Health and disability consumer advocacy may be
used in conjunction with a consumer’s network of support people.
10. Role of advocates – An advocate provides information and facilitates the consumer to
pursue and resolve their issues with advocacy support. An advocate assists a consumer to
develop knowledge and skills so that the consumer is supported to resolve the current issue
and is able to resolve future issues, where possible, using the skills and knowledge gained
through working alongside an advocate. When assisting a consumer, advocates shall not
offer opinions as to whether there has been a breach of the Code. An advocate shall not
investigate or adjudicate on issues raised, nor act as an impartial mediator. If resolution is
not achieved, the advocate shall, if requested by the consumer, assist in finding an
appropriate forum where issues raised may be mediated or complaints may be investigated.
This can involve the advocate in supporting a consumer through the Health & Disability
Commissioner complaint processes and/or the Director of Proceedings processes.
11. Advocates’ role with providers – Advocates are on the side of the consumer and may
present some challenging situations to the provider, but this does not prevent them from
being fair, considerate and professional in all their dealings with providers. Advocates give
free presentations to provider groups, on advocacy services, the Health & Disability
Commissioner role, the Code, and the complaints processes available to consumers.
12. Confidentiality – Advocacy services and advocates shall not make statements to the
media, or in presentations, or in personal communications that identify individual
consumers or providers, nor comment whether specific actions by providers, either real or
hypothetical, are or would be in breach of the Code.
13. Consumers’ needs and accessibility – Advocacy services shall take positive steps to
ensure that they are able to meet the needs of any particular person or groups of persons
for whom they have contracted with the Director of Advocacy to provide services. Advocacy
service providers shall therefore take positive steps to ensure that advocacy services are
equally accessible to all groups of consumers. Specialist nationwide advocacy services may
be contracted with the Director of Advocacy to provide consumers with specialised
advocacy.
14. Advocate support – Advocacy service providers shall ensure that appropriate support
systems are in place for individual advocates. This may include induction, training,
performance management, peer supervision via support and review, risk management
procedures, physical safety and appropriate specialist support.
15. Relationship of the service provider to consumer – Advocacy service providers, rather
than individual advocates, are contracted to provide services to the consumer. Consumers
shall be advised that the advocate is providing the service as an employee of the advocacy
service provider.
16. Referrals to other agencies – Advocacy service providers shall establish and maintain
effective links with relevant agencies, including community groups, and refer consumers to
those agencies as and when appropriate.
17. Information systems – The collection, accurate recording and transfer of information
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pertaining to advocacy services, including trends in consumer issues, assists in the efficient
and effective management of these services. It provides valuable information as to the
present and future needs of consumers and the need for any improvements to the service.
Reporting requirements in line with contractual obligations shall be facilitated by the use of
information systems approved by the Health & Disability Commissioner.
18. Publicity and promotion – The integrity of the advocacy service is maintained by
ensuring consistency in all publicity provided about the advocacy service. The Health &
Disability Commissioner will provide all generic promotional and educational material,
about the Code and the role of the Commissioner, directed to consumers and providers.
Promotional and educational material will, where possible, be in accessible formats for
consumers. Any specific promotional and educational information produced by individual
advocacy service providers will be sent to the Director of Advocacy, prior to publication, for
comment. Formal public speaking engagements and papers for publication by advocacy
service providers and individual advocates will be notified in advance to the Director of
Advocacy for comment.
Table 3: New Zealand Health & Disability Advocacy Code of Practice
Purpose of health and disability advocates
Advocates aim to help consumers achieve consumer-centred health and disability services
and resolve complaints by:
 providing advocacy services that focus on the resolution of consumers’ concerns
and complaints;
 promoting respectful relationships and communication;
 empowering and supporting consumers/complainants to take their own action to
improve health and disability services;
 educating both providers and consumers on consumer rights.
Independence and accessibility
Health and disability advocacy services will:
 be easy to contact;
 be well linked to their community and local networks;
 provide advocacy that is free and independent;
 provide independent information about consumer rights and options for dealing
with concerns, including how an advocate can assist.
Confidential and ethical practice
Health and disability advocates will:
 be trustworthy, act in a non-judgemental way and treat others with respect;
 listen, encourage and validate the consumer’s views, taking into account cultural
values, beliefs and the unique place of tangata whenua;
 avoid conflicts of interest, and act honestly and in good faith at all times;
 provide consumers with access to their advocacy record, keep information
confidential and not disclose information without the proper authority unless safety
is compromised;
 be reliable and follow through on actions agreed between the consumer or the
consumer’s representative; and provide a level of stability, safety and clarity in
meetings and other resolution processes.
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Quality improvement and professional practice
Advocates will:
 work to continuously improve quality of service to consumers through ongoing
training, professional development and quality improvement activities;
 use appropriate support such as mentoring, peer support and supervision;
 be accountable, seek consumer feedback, take part in regular review of their
practice and participate in monitoring and evaluation of their work; and
 demonstrate commitment to the vision, values and standards of the Nationwide
Advocacy Service and the principles of the Code of Health and Disability Services
Consumers’ Rights.
Table 4: New Zealand health and disability advocacy competencies
How quality of advocates is measured
The Health & Disability Advocacy service has published the core competencies that
advocates should demonstrate.16 Assessment against the core competencies should occur
within the first 12 months after appointment, by which time an advocate is expected to be
competent in most competency behaviours and skills. The three core competencies for an
advocate are:
 Strengths-based advocacy – based on the empowerment model of advocacy, human
rights and strengths-based approaches. It works from a respect for self and others
and a focus on people’s strengths, to encourage and support people to make
positive changes in their lives. It happens when people exercise ‘power with’ rather
than ‘power over’.
 Interactive presentations – formal and informal presentations given to a variety of
audiences which actively involve the specific audience and meet their specific
needs.
 Assertive networking – networking activity is proactive, planned and strategic, and
assists with service goals.
For each of the three competency areas, the guidance describes the theoretical basis;
outcomes; knowledge, skills and behaviours competencies; and measures. Within the first
year in the post (or earlier if the advocate is ready) a full competency assessment occurs.
Evidence will be presented of actual practice that demonstrates the competencies. This
evidence can include survey results, advocacy outcomes, case studies and feedback from
the team. Advocates are expected to be competent in most competency behaviours at this
stage.

Evaluation of the New Zealand Advocacy Service
We could not find any independent evaluation of the effectiveness of the New Zealand
Advocacy Service. However, the Health & Disability Commissioner’s annual report does
contain information on performance measures for the year ended 30 June 2015.15 The
Advocacy Service’s performance in resolving complaints received about health and disability
services is measured by:
 number of complaints received and closed;
 timeliness of complaints resolution;
 level of satisfaction with the Health & Disability Commissioner’s complaints
management process;
 number of complaints received and resolved by the advocacy service;
 timeliness of complaints resolution by the advocacy service;
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degree of resolution achieved by the advocacy service; and
level of stakeholder satisfaction with the advocacy service and the professionalism
of the advocate.

Table 5 provides an overview of the performance of the advocacy services as presented in
the Health & Disability Commissioner’s annual report. The most recent report indicates that
the Advocacy Service achieved its performance targets and provides a functioning service.
The 1994 Act requires the Health & Disability Commissioner to undertake reviews of both
the Act and the Code of Rights, consider whether any amendments are necessary or
desirable, and report the findings to the Minister.The most recent review was undertaken in
2009.17 Before compiling the review, the Health & Disability Commissioner consulted with
representative persons and bodies with an interest in health and disability service matters,
and also undertook a wider public consultation. He stated that both he and the Director of
Advocacy believed that the current contractual model for advocacy services was past its
use-by date. Problems with the current model included the Director’s inability to recruit or
manage the performance of advocates, inefficient use of resources, and challenges in
ensuring a consistent quality of service across the country. Most submissions supported
change. He recommended that the Act be amended to enable advocates to become
employees of the Health & Disability Commissioner, while retaining their independent
functions. To date, however, there has been no government support for this
recommendation. The Advocacy Service was also intended to serve as a catalyst for quality
improvement throughout the health system; however, no outcomes-based data are
available to measure the link between the quality of the health system and the complaints
mechanism.14
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Table 5: Performance of the New Zealand Advocacy Service for year ended 30 June 2015
Expected targets
Targets achieved
Complaints to advocates are addressed promptly and resolved in a timely manner
Receive an estimated 3,800 complaints.
3,635 new complaints were received.
Close an estimated 3,800 complaints.

3,679 complaints were closed.

Manage complaints so that:
• 85% closed within three months
 87% were closed within three months.
• 95% closed within six months
 99.3% were closed within six months.
• 100% closed within nine months
 100% were closed within nine months.
Complaints managed reach resolution
90% of complaints are partially or fully
92% of complaints were partially or fully
resolved.
resolved.
Consumers and providers are satisfied with the service and the professionalism of the
advocate
Surveys of consumers and providers will
93.5% of consumers and 85.5% of providers
report that 80% of the respondents are
said they were satisfied with the service and
satisfied with the service and the
the professionalism of the advocate.
professionalism of the advocate.
Vulnerable consumers have access to advocacy and regular visits from advocates
Advocates to visit 100% of rest homes at
100% of rest homes received a visit from an
least once, with 70% being visited twice.
advocate and 73% received a second visit.
Advocates to visit 100% of residential
100% of residential disability services
disability services at least once, with 60%
received a visit from an advocate and 63%
being visited twice.
received a second visit.
Consumer and provider networks have regular contacts from the advocates
3,500 network contacts with consumers and 3,927 network contacts with consumers and
providers by June 2015.
providers.
31% of non-residential networks had a
disability focus, 20% were with public
interest groups and 17% were with older
people.
Promote awareness, respect for and observance of the rights of consumers and how they
may be enforced
Advocates provide 2,000 education and
A total of 2,252 education and training
training sessions. Definition of a session is
sessions were provided.
when an advocate delivers a training or
educational presentation at a venue.
Satisfaction surveys showed that 91% of
Consumers and providers are satisfied with
consumers and 96% of providers were
the educational sessions:
satisfied with the Advocacy Service’s
• Seek evaluations on sessions, with 80%
education or training sessions.
of respondents satisfied.
• Surveys are provided to all consumers
All attendees at presentations and education
and providers who attend an advocacy
sessions were provided with survey forms.
education or training session.
From 2,252 sessions, 9,082 completed
surveys were received.
Ongoing education is provided through Stories about Great Care
180 case studies/Stories about Great Care
180 case studies/Stories about Great Care
published.
were collected and published.
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Patient advocacy in England
In England there are two advocacy services that have a statutory basis – the NHS Complaints
Advocacy Service and the independent advocacy service that is provided under the Care Act
2014.

NHS Complaints Advocacy Service
Background
People who wish to complain about their treatment or care received under the NHS may
receive support from the NHS Complaints Advocacy Service. This advocacy service only
provides advocacy to people who wish to make a complaint about a service they received
from the NHS. It does not provide support to people to make decisions about the care they
receive. A number of reports have highlighted the need for patient advocacy in the NHS. In
2011, the Health Select Committee published its report on Complaints and Litigation. It
expressed its concerns about the visibility of advocacy services to complainants and
recommended more work to improve patient awareness and access.18, 19 In the Francis
report on Mid Staffordshire in 2013,20 the author stated that one of the key themes was
that ‘support for complainants, whether or not they are specifically vulnerable, with advice
and advocacy still requires development; in particular, it should be clear that advocates can
offer advice on the substance of the complaint that is required, and information should be
provided on available support organisations’. This was reiterated in the 2013 Clwyd-Hart
review launched after the conclusion of the Francis Inquiry.21 The Clwyd-Hart review
concluded that the attitude of the NHS to complaints must change; complaints should be
welcomed, not ignored; patient advocacy must be improved; and the Department of Health
must fund patient groups to work to support patients and improve the complaints system.
The NHS Complaints Advocacy Service in England is free at the point of use, and is
independent and confidential. The provision of independent advocacy is a legal requirement
for the Secretary of State for Health under the National Health Service Act 2006.22 This
statutory service, initially named the Independent Complaints Advocacy Service (ICAS), was
launched on 1 September 2003, and provided for the first time a national service delivered
to agreed quality standards. Within the meaning of the Act, advocacy services related only
to the provision of assistance for individuals making or intending to make an NHS complaint.
There have been a number of changes in how this service has been delivered since its
introduction. In April 2009, the Department of Health published the Local Authority Social
Services and National Health Service Complaints (England) Regulations 2009,23 for the first
time aligning social services and NHS complaints and subjecting them to the same
complaints process. Under these regulations a complaint can be made to either the
commissioner or provider of the NHS service, but not to both, and the NHS Complaints
Advocacy Service (previously known as Independent Complaints Advocacy Service) is
required to be fully compliant with these regulations.

The complaints process for NHS users in England19
All healthcare providers within the NHS have a legal obligation to provide an accessible and
responsive complaints procedure for service users. NHS complaints may be made about any
function of a provider of NHS-funded care, or a commissioner of that care. The NHS
complaints process covers:
• all NHS trusts and NHS bodies including NHS foundation trusts;
• family health services provided for the NHS by GPs, dentists, opticians or
pharmacists;
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•
•
•

primary care trusts;
private healthcare establishments if the treatment has been paid for by the NHS;
all other health services commissioned by NHS funding.

Prior to April 2009 there were two separate processes for handling complaints about health
and social care services. These processes had a number of different stages and timescales,
and investigations were carried out in different ways for each service. The three stages
were:19
1. Local Resolution
2. Healthcare Commission
3. Parliamentary and Health Service Ombudsman (PHSO).
The Parliamentary and Health Service Ombudsman (PHSO) in her 2005 report Making things
better?24 identified key weaknesses in the then NHS complaints system and approach:
• Complaints systems were fragmented within the NHS, between the NHS and private
healthcare systems, and between health and social care.
• The complaints system was not centred on the patient’s needs.
• There was a lack of capacity and competence among staff to deliver a quality service.
• The right leadership, culture and governance were not in place; just remedies were
not being secured for justified complaints.
As a result, in April 2009 the Department of Health published the Local Authority Social
Services and National Health Service Complaints (England) Regulations 2009.23 For the first
time, social services and NHS complaints were aligned and subject to the same complaints
process. If the handling of complaints at a local level is robust, effective, comprehensive and
proportionate, it was determined that there was no purpose served by having intermediary
stages between local resolution and the Ombudsman. The reformed framework for handling
future complaints was reduced from a three-tier process to a two-tier process comprising:
1. Local resolution
2. Parliamentary and Health Service Ombudsman.
The first step in the complaints process is local resolution, and this involves raising the
matter in writing or speaking to the NHS commissioned or funded health service provider,
e.g. the nurse or doctor concerned. The service provider’s employer or organisation should
have a complaints manager to deal with the case. Most complaints are resolved at this local
stage. There is a time limit of 12 months in which the complaint must be made. The 12month period starts from the date the incident being complained about came to the
attention of the complainant. This time limit can sometimes be extended, provided that it is
still possible to investigate the complaint.23 The following groups are recognised as
complainants:25
 people using services;
 people who might use a service;
 friends, family and carers;
 those instructed on behalf of the individual (including advocates);
 those receiving uninstructed support and advocacy;
 worried bystanders.
The Ombudsman investigates complaints about the NHS not resolved at local level. If
someone has suffered because of poor service, or as a result of not being treated properly
or fairly – and the organisation has not put things right where it could have – the
Ombudsman may be able to help. Before contacting the Ombudsman, the complainant is
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generally expected to try to make a complaint to the organisation involved. After doing this,
and if a satisfactory answer is not received from the organisation, or if there is no response,
complainants are advised to contact the Ombudsman who is independent of the NHS and
government.
If individuals need assistance in making a complaint, officers from the Patient Advice and
Liaison Service (PALS) are available in all hospitals. PALS was established in 2002 to assist
individuals in making a complaint. PALS is available in all hospitals and regulations stipulate
that information about PALS must be prominently displayed in hospital entrances. PALS
officers offer confidential advice, support and information on health-related matters to
patients, their families and their carers. While PALS was set up as a facilitator for users of
NHS services, part of its role is to provide information about the NHS complaints
arrangements and, if users wish to make a complaint, how to get independent help through,
for example, the NHS Complaints Advocacy Services. PALS officers provide on-the-spot help
and can be powerful arbitrators between service users and staff; moreover, they can enable
cooperation and understanding. PALS has no formal role in the complaints process, in the
sense that a complaint does not have to be routed through PALS, although there is evidence
that use of PALS has the potential to reduce complaints.26

Role of the NHS complaints advocate
According to the Department of Health, the NHS Complaints Advocacy Service aims to
ensure that complainants have access to the support they need to articulate their concerns
and navigate the complaints system.19 To access the service, the complainant contacts the
NHS Complaints Advocacy Service in their area. The complainant may complete an online
enquiry form that will go directly to the advocacy service in the area, and an advocate will
contact them within five days to discuss their situation. Alternatively, the complainant may
contact them directly via letter, telephone, text, or email.
The type of support offered by the advocacy service will depend on the needs of the person
requiring advocacy support, but can range from supplying information, signposting and
providing access to self-advocacy tools to intensive one-to-one support, including complex
representation at critical junctures of the complaints process. A complaints advocate will
work with a complainant and offer a range of supports at different points in the complaints
process. The role of the advocate includes:
 Providing assistance when people are thinking about making a complaint or raising
a concern. The individual may wish to talk things through before deciding whether
to submit their complaint. For most people this can be met through a helpline
service, but for others with complex needs, or who face specific barriers, this will be
achieved through a more intensive one-to-one relationship.
 Providing assistance in accessing the right service. Many people who contact
complaints advocacy services are unclear about what an advocate can do. By
supporting the person to work out what they need, an advocate can confirm if they
can offer support, or if the person needs signposting to a more suitable service such
as PALS, specialist medico-legal advice services, regulatory bodies (such as the
General Medical Council or Care Quality Commission) or local Healthwatch services.
 Providing assistance in finding out information about the complaints process,
including who is involved, the different stages and where to send the complaint.
 Providing assistance in defining the person’s preferred outcomes i.e. what it is they
would like to happen. This is critical in supporting people to define their
expectations and plan for advocacy support.
 Providing assistance in exploring options and potential consequences of choices,
including what is involved, what may be expected and likely timescales.
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Providing assistance in writing the complaint. This could be through the provision of
templates to develop self-advocacy skills or through direct support in drafting the
complaint or concern.
Providing assistance to attend meetings. Many people can feel overwhelmed and
intimidated at the prospect of attending meetings, and require emotional support
to participate. The person may also require practical support such as taking notes,
asking questions or rehearsing what it is they would like to express.
Providing assistance to understand information. This could be because the
information is particularly complex, contains jargon, or is technical in nature.
Equally, the person may need help in understanding information due to a specific
need (such as a learning disability, dementia or severe mental health problem).
Providing representation. Some people may feel unable at a certain point to actively
progress the complaint or fully engage with the complaints process. The advocate
will need to discuss and plan with the person how they would like to be represented
in such circumstances and then make representations on their behalf.
Providing assistance to appeal or escalate concerns. The advocate can offer
information on how to contact and make a complaint to the Ombudsman in
circumstances where the person wishes to escalate their concerns.
Providing assistance in understanding the Ombudsman’s final decision.

How NHS complaints advocacy services are commissioned
Until 31 March 2013, the Department of Health commissioned advocacy services directly
from the Independent Complaints Advocacy Service, which was provided by three suppliers:
The Carers Federation, POhWER and SEAP. The Department of Health had responsibility for
the management of contracts, and the quality of service provided. These five-year contracts
(let centrally by the Department of Health) amounted to approximately £11.75 million each
year and expired on 31 March 2013.
The system of advocacy provision changed on 1 April 2013. The Health and Social Care Act
20127 placed an obligation on Local Authorities to commission a local NHS Complaints
Advocacy Service. Under this Act, local authorities are required to commission ‘the provision
of assistance for individuals making or intending to make an NHS complaint’ (which includes
complaints to the Ombudsman). It is now the responsibility of local authorities to fund the
advocacy service using non-ringfenced funds allocated from the Department of Health.
Within a permissive legal framework, local authority commissioners are free to commission
independent complaints advocacy services as they see fit. Local authorities can commission
an advocacy service for both NHS complaints and social services complaints, using the same
contract and service provider. This could be an important development for people with
simultaneous complaints against both services. The NHS Complaints Advocacy Service will
also be able to support people with a serious complaint about local services to elevate it to
the Ombudsman. Local authorities will be required to contract with an organisation to carry
out this work and Local Healthwatch can either bid to run the NHS Complaints Advocacy
Service, or must refer people to whoever is running the service.
Each local authority has to commission local NHS complaints advocacy, as there are
statutory functions that have to be delivered. The local authority also has a duty to ensure
that local complaints advocacy operates effectively and delivers value for money. It is up to
local authorities to decide the level of funding they provide. They are, however, required to
provide effective services. There are a number of possible options for commissioning of a
new NHS complaints advocacy service among which local authorities may choose:27
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1. To commission this as a stand-alone service from an existing voluntary or
community sector organisation or consortium, a social enterprise or private sector
organisation, either as an individual local authority, or as a cross-locality
collaborative (independent model). The independent model may be:
o Individual – one local authority commissions a service for its own locality; or
o Collaborative – an agreement between a number of local authorities on a
regional, sub-regional or cross-regional basis to commission an NHS
complaints advocacy service jointly covering all participating localities.
2. To commission this through local Healthwatch; the legislation permits local
Healthwatch (Table 6) to be commissioned by the local authority to provide or to
contract with a sub-contractor for the local independent NHS complaints advocacy
service for the area, with these additional provisos:
o Local Healthwatch can directly provide NHS complaints advocacy if
commissioned directly by the local authority; and
o Local Healthwatch cannot be commissioned by a third party to provide NHS
complaints advocacy.
3. To commission from existing wider advocacy providers to fit with wider provision of
advocacy services in a local authority (integrated model); for example, NHS
complaints advocacy and social care complaints advocacy services or other local
advocacy provision (such as Independent Mental Health Advocacy services) are
commissioned together from one provider.
Examples of each type of commissioning are provided in the following document
http://www.local.gov.uk/c/document_library/get_file?uuid=f07bf24c-cd0c-458f-8672419f26a0831a&groupId=10180.
The Department of Health has also produced a briefing document for local authorities who
are commissioning NHS complaints advocacy services, and this document provides guidance
on what should be included in these contracts. It may be accessed at
http://www.local.gov.uk/c/document_library/get_file?uuid=543decbd-2738-4921-a80471cb362c0948&groupId=10180
An example of the service specification and contract for NHS Complaints Advocacy Service
produced by South of England NHS may be accessed at
http://democratic.bracknell-forest.gov.uk/documents/s58280/121123%20Jones%20%20NHS%20Complaints%20Advocacy%20Service%20Annex.pdf
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Table 6: Description of Healthwatch England
Healthwatch
The Health and Social Care Act 2012 stated that Local Healthwatch should be established
from 1 April 2013. Healthwatch is the new independent consumer champion for both health
and social care. It exists in two distinct forms – Local Healthwatch, at local level, and
Healthwatch England at national level. Local Healthwatch is an independent organisation,
able to employ its own staff and involve volunteers, so that it can become the effective and
influential voice of the public. Its aim is to give citizens and communities a stronger voice to
influence and challenge how health and social care services are provided within their
locality.28
Local Healthwatch:28
• has a seat on the statutory health and well-being boards, ensuring that the views
and experiences of patients, carers and other service users are taken into account
when local needs assessments and strategies are being prepared;
• enables people to share their views and concerns about their local health and social
care services to help build a picture of where services are doing well and where they
can be improved;
• alerts Healthwatch England, the Care Quality Commission and/or council scrutiny
committees to concerns about specific care providers, health or social care matters;
• provides people with information about their choices and what to do when things
go wrong, by either signposting people to the relevant provider, or itself providing
(if commissioned by the council) independent advocacy to individuals who wish to
complain about NHS services;
• signposts people to information about local health and care services and how to
access them;
• gives authoritative, evidence-based feedback to organisations responsible for
commissioning or delivering local health and social care services; and
 can help and support Clinical Commissioning Groups and council social care
departments to make sure that services really are designed to meet citizens’ needs.
Healthwatch England is a national body representing the views of service users and the
public. It aims to influence national policy and provide advice to Monitor, the NHS
Commissioning Board, the Secretary of State and English local authorities, as well as
providing leadership and support to local Healthwatch organisations. Healthwatch England
is a statutory committee of the Care Quality Commission, which is the independent
regulator of all health and social care services in England. Its role is to ensure that care
provided by hospitals, dentists, ambulances, care homes and services in people’s own
homes and elsewhere meets government standards of quality and safety.

Funding of NHS complaints advocacy services
Up until 31 March 2013 the independent advocacy service was funded at a national level by
the Department of Health at a cost of £11.7 million per year. Since 1 April 2013 it has been
the responsibility of local authorities (353 in total) to fund the service using non-ringfenced
funds allocated from the Department of Health. Following the implementation of the new
commissioning model, £2.5 million was added to the existing funding in 2013, in order to
compensate for the loss of economies of scale that were previously delivered by the central
procurement method.29 It is unclear what the levels of funding for the years 2014 and 2015
were.

32

Limitations to the NHS Complaints Advocacy Service
People may approach the complaints advocacy service for help in achieving goals that are
outside the scope of the complaints handling process and therefore are not appropriate for
the advocate to support. Examples may include complaints to regulatory bodies or helping
people to navigate the complaint through legal processes, where the goal may be to gain
financial compensation. People who wish to pursue these outcomes can be supported by
the Complaints Advocacy Service to access other types of service that are better suited to
offer the specialist support and advice the person needs. There may be some people who
have received health and social care services that have fallen below the expected standard
but are unable to make a complaint. In such cases, clear attempts must be made to seek
consent from the person. But if this is not possible, the Complaints Advocacy Service should
consider submitting a complaint on the individual’s behalf. This is particularly important if
the person has no family or friends to raise concerns for them. It may require working
closely with other forms of advocacy, such as Independent Mental Capacity Advocates or
Independent Mental Health Advocates, to ensure that the individual is represented by the
most suitable person. Where there are serious concerns, the advocacy service should raise
safeguarding alerts and follow these up in line with local procedures.
Qualification of advocates
There is a requirement to have all advocates qualified to national standards (e.g. Level 3
Certificate accredited by City & Guilds). According to the NHS website, all of its advocates
hold the National Advocacy Qualification. (www.nhscomplaintsadvocacy.org/our-qualitypromise)

Ensuring performance and quality in NHS complaints advocacy services
A number of organisations have produced documents setting out quality measurements. In
2012, the Department of Health produced key performance indicators (Table 7) for the NHS
Complaints Advocacy Service for 2012–2013.19 In 2014, the National Development Team for
Inclusion published an advocacy code of practice (Table 8); this code defines the principles
which constitute effective advocacy.30 In 2015, at the request of the Department of Health,
Healthwatch England published standards (Table 9) for good complaints advocacy25 In 2015,
the Local Government Association published practice guidelines (Table 10) for independent
health complaints advocacy services.31 All of these are described in further detail in Tables
7-10 inclusive.
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Table 7: Key performance indicators for NHS England complaints advocacy services
Key performance indicators (KPIs)
In 2012, the Department of Health produced a briefing pack19 to assist commissioners with
responsibility for commissioning NHS Complaints Advocacy services for the first time; it
included key performance indicators which were included in the Department of Health
contract for providing advocacy services that ended on 31 March 2013. It is unclear if each
local authority is now required to include KPIs when it is contracting for independent
complaints advocacy services.
KPIs for the contract for the NHS Complaints Advocacy Service that ended on 31 March
2013.
KPI 001: Activity and volume
Increase in number of new cases per annum
KPI 002: Diversity and equality
Effective information gathering relating to client diversity/equality:
a. Percentage of new clients’ ethnicity data collected during reporting quarter.
b. Percentage of new clients’ age data collected during reporting quarter.
c. Percentage of new clients’ self-defined disability data collected during the reporting
quarter.
KPI 003: Satisfaction
a. Clients are satisfied with the service provided.
b. Providers maintain positive relationships with key stakeholders.
KPI 004: Service management (staff)
Team members are actively supported and monitored in their role:
a. Supervision carried out every two months for every a team member.
b. Five active case files to be reviewed every two months for every advocate – (30
active case file reviews achieved annually per advocate).
Providers are committed to staff involvement in service development and delivery:
a. Providers carry out annual anonymous staff survey and achieve target response
rate.
b. Providers achieve target positive response rate to question involvement in business
planning and development.
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Table 8: Code of Practice for Advocates (National Development Team for Inclusion)
Code of Practice for Advocates
The Code of Practice for Advocates was published in July 2002 and revised in 2014 by the
National Development Team for Inclusion. It is a set of guidelines for advocates and their
managers, aimed at providing clarity for their practice. It is also a guide for commissioners
of advocacy services that outlines the expectations and purpose of the role of advocate and
what clients as well as commissioners should expect from the delivery of the service. The
Code provides a clear description of what is and is not expected of an advocate in their dayto-day work with clients.30 The Advocacy Quality Performance Mark (QPM) is a quality mark
awarded to providers who can demonstrate how they meet the different standards set out
in the advocacy code. The QPM gives commissioners of advocacy services reassurance that
the providers they are engaging have been assessed to ensure that their organisations are
robust and focused on delivering quality services. It is not clear if it is a requirement for
complaints advocacy services contracted by local authorities to have the QPM. The key
advocacy principles are:
1. Clarity of purpose – The advocacy provider’s aims, objectives and planned activities
are within the objects set out in its governing document, and providers should be
able to demonstrate how these meet the principles contained in this Code.
Advocacy providers should ensure that the people they advocate on behalf of,
health and social care services, and funding agencies have information on the scope
and limitations of the advocacy provider’s role.
2. Independence – The advocacy provider will be structurally independent from
statutory organisations (e.g. NHS and local authorities). The advocacy provider will
be as free from conflict of interest as possible, both in design and operation of
advocacy services, and will seek actively to reduce conflicting interests, in particular
where the organisation delivers additional services such as housing provision.
3. Person-centred approach – The advocacy provider will ensure that the wishes and
interests of the people it advocates on behalf of direct its work. Advocates should
be non-judgemental and respectful of people’s needs, views, culture and
experiences.
4. Empowerment – The advocacy provider will support self-advocacy and
empowerment through its work. People who access the service should have a say in
the level of involvement and style of advocacy support they want, if they are able to
and wish to do this. Where clients lack the ability or capacity to influence the
service, the advocacy provider should have a process in place to enable those with
an interest in the welfare of the person to influence this. Providers will ensure that
people who want to can influence and be involved in the wider activities of the
organisation up to and including at Board level.
5. Equal opportunity – The organisation will have a written equal opportunities policy
that recognises the need to be proactive in tackling all forms of inequality,
discrimination and social exclusion. The advocacy provider will have systems in
place for the fair and equitable allocation of advocates’ time.
6. Accessibility – Advocacy will be provided free of charge to eligible people. Where
clients need or want to purchase advocacy, or where someone has an appointed
deputy/attorney in place who wishes to instruct an advocate on the person’s behalf,
suitable processes should be in place to safeguard the person and ensure that they
are not open to financial abuse. The advocacy provider will aim to ensure that its
premises (where appropriate), policies, procedures and publicity materials promote
access for the population it serves.
7. Supporting advocates – The advocacy provider will ensure that advocates are
suitably prepared, trained and supported in their role, and provided with
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8.

9.

10.

11.

opportunities to develop their knowledge, skills and experience.
Accountability – The advocacy provider will have systems in place for the effective
monitoring and evaluation of its work, including identification of outcomes for
people supported. All those who access the service will have a named advocate and
a means of contacting them.
Confidentiality – The advocacy provider will have a written policy on confidentiality
that is in line with the Data Protection Act 1998 and the Mental Capacity Act 2005.
It should outline how information about a person accessing the service may be
shared, as well as the circumstances under which confidentiality might be breached.
Advocates must also be aware of situations that would require making a child or
adult safeguarding alert.
Complaints – The advocacy provider will have a written policy describing how
individuals, including relevant stakeholders, can make complaints or give feedback
about the service or about individual advocates. Where necessary, the organisation
will enable people who use its services to access external independent support to
make or pursue a complaint.
Safeguarding – Clear policies and procedures will be in place to ensure that
safeguarding issues are identified and acted upon. Advocates will be supported to
understand the different forms of abuse and neglect, issues relating to
confidentiality, and what to do if they suspect a client is at risk.
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Table 9: Standards to support the commissioning, delivery and monitoring of the NHS
Complaints Advocacy Service (Healthwatch England)
Standards for the NHS Complaints Advocacy Service
The Department of Health asked Healthwatch England to help establish the performance
standards for good complaints advocacy in light of concerns raised in the Clwyd Hart review
and the Francis report about the visibility and quality of complaints advocacy services.
Healthwatch England published these standards in 2015.25 These proposed standards were
developed in collaboration with users, providers and commissioners of complaints advocacy
services. Healthwatch England stated in this report that it wrote to the Secretary of State in
2015 to ask him to consider the regulatory basis needed to implement the standards. It is
unclear whether these standards have become regulations. The eight standards each begin
with a service user outcome, followed by a series of ‘I statements’ which define an ideal
complaints advocacy experience from the perspective of a person using the service. Each
standard is underpinned by a series of promises that the advocacy provider can commit to.
Taken together, they communicate the defining features of a good independent complaints
advocacy service; for example, client led, accessible, compassionate and responsive to both
the complainant and the system.
Standard 1: The advocacy service is client led
‘I want to be in control of the advocacy process at all times. I don’t want the advocate to
push their own agenda or tell me what to do. I want them to listen to me and only act on my
instructions.’
Standard 2: The advocacy service is independent
‘I want my advocate to offer me the full range of advocacy support without being worried,
restricted or limited by the health and care provider, commissioner or anybody else.’
Standard 3: The advocacy service is accessible to everyone who needs a complaints
advocate
‘I want it to be easy to find my local advocacy service and get an advocate. I want the
advocacy service to respond to my needs.’
Standard 4: The advocacy service maintains a clarity of purpose
‘I want to understand precisely how the advocacy service can help me. When I want other
types of support I want help to find out about other services and support in accessing them.’
Standard 5: The advocacy service provides a compassionate response
‘I want to be treated with kindness and be shown compassion by an advocacy service that
understands my needs. I want the service to understand I may be experiencing a whole
range of difficult emotions that may affect my complaint and the ability to complain.’
Standard 6: The advocacy service works with other networks to achieve systemic change
‘I want the advocacy service to make sure it takes action to improve the way health and
social care services are delivered, so no one else will have to go through the experiences I
went through.’
Standard 7: The advocacy service works hard for its advocates
‘I want a service that looks after its staff. I want to know my advocate is trained, supervised
and maintains professional standards.’
Standard 8: The advocacy service has clear leadership
‘I want a service that I trust will deliver the very best quality of complaints advocacy
support. I want to know that the people running the advocacy service are good leaders and
are committed to excellence.’
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Table 10: Practice guidelines for NHS complaints advocacy services (Local Government
Association)
Practice guidelines for NHS complaints advocacy services
These guidelines were published on a voluntary basis by the Local Government Association in
201531 and build on the report on standards published by Healthwatch England. The
guidelines were developed by the Local Government Association, local authority
commissioners and providers of independent health complaints advocacy. They provide a
practical tool for local providers and commissioners of independent health complaints
advocacy services to use in order to agree local service specifications, which are based on
desired outcomes for the people who use the service. The guidance is not mandatory:
according to the Local Government Association, it is up to local commissioners and providers
to work together and with local people to determine ‘what good looks like’ and the
measures that they will use to assure themselves that independent advocacy services are
locally appropriate and performing effectively.
According to the guidance, as a minimum, the core characteristics of an effective service are:
1. Known, accessible and responsive
1.1 Clear communication strategy, based on specific characteristics of the community.
1.2 Proactive engagement of all sections of the community – in particular seldomheard groups – and removing barriers to access.
1.3 Focused on empowerment and the promotion of self-advocacy, wherever
appropriate.
1.4 Part of and knowledgeable about the local landscape for complaints, information
and signposting.
2. Professional
2.1 Clear purpose and description of service.
2.2 All staff, including volunteers, are appropriately trained, supported and managed
to recognised professional standards.
2.3 Staff understand the policy framework and statutory responsibilities for
confidentiality, safeguarding and consent, and information management in line with
current guidance from the Department of Health.
2.4 All staff are accountable, with a clear and accessible complaints procedure.
2.5 Clear standards for timeliness and responsiveness.
2.6 Clear understanding of best use of resources.
3. Independent
3.1 Commissioning and funding arrangements do not compromise provision of
independent advocacy to clients.
3.2 Clear process for identifying, registering and addressing conflicts of interest.
3.3 Demonstrable commitment to the principles of the Advocacy Charter or local
equivalent.
4. Makes a difference
4.1 Measure and report on outcomes from a client and system perspective and can
demonstrate what difference the service has made.
4.2 Proactively seeks and acts on client feedback.
4.3 Identifies systemic issues and trends and takes action to promote systemic change.
4.4 There are robust systems to share information with local and national
organisations involved in complaints and service improvement.
For each of the above, the guidance states the service specification, describes how
individuals experience this, describes the outcome if successful, a measurement of this.
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Evaluation of the NHS Complaints Advocacy Service
We could not find any evaluation on the NHS Complaints Advocacy Service. There appear to
be no national data published on the number of people accessing the service and there are
no national data pertaining to the quality of the NHS Complaints Advocacy Service. The NHS
publishes annual data on the number of complaints it receives, but it provides no
information on the number of complainants who access advocacy through the NHS
Complaints Advocacy Service. While some of the local authorities publish annual reports
which contain data on the advocacy service provided at a local level, this is not done at a
NHS national level. A number of providers of NHS complaints advocacy, for example, SEAP
and POhWER, also produce annual reports and provide information on the number people
they support through the complaints process and their satisfaction with the service.

Independent advocacy under the Care Act 2014
From 1 April 2015, the Care Act 201432 places a new obligation on local authorities to
involve people in decisions made about them and their care and support. Local authorities’
advocacy duty will apply from the point of first contact with the local authority and at any
subsequent stage of the assessment, planning, care review, safeguarding enquiry or
safeguarding adult review. All local authorities must ensure that there is sufficient provision
of independent advocacy to meet their obligations under the Care Act 2014. There should
be sufficient independent advocates available for all people who qualify, and it is unlawful
not to provide an advocate to someone who qualifies for such a service.8

Determining eligibility for independent advocacy
If it appears to the authority that a person has care and support needs, then a judgement
must be made as to whether that person has substantial difficulty in being involved and if
there is an appropriate individual – carer, family or friend – who can support them. An
independent advocate must be appointed to support and represent the person for the
purpose of assisting their involvement if these two conditions are met. The Department of
Health,8 the Local Government Association33 and the Social Care Institute for Excellence34
have all published guidance on commissioning advocacy under the Care Act.
From the first contact with a person, the local authority must consider whether a person
would have ‘substantial difficulty’ in any one of the following areas:
1. Understanding relevant information – Many people can be supported to
understand relevant information, if it is presented appropriately and if time is taken
to explain it. Some people, however, will not be easily able to understand relevant
information, for example if they have mid-stage or advanced dementia.
2. Retaining that information – If a person finds it difficult to retain information long
enough to be able to weigh up options and make decisions, then they are likely to
have substantial difficulty in engaging and being involved in the key care and
support processes.
3. Using or weighing up the information – A person must be able to weigh up
information in order to participate fully and express preferences for or choose
between options. For example, they need to be able to weigh up the advantages
and disadvantages of moving into a care home. If they find it difficult to do this, they
will have substantial difficulty in engaging and being involved in the key care and
support processes.
4. Communicating their views, wishes and feelings – A person must be able to
communicate their views, wishes and feelings whether by talking, writing, signing
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or any other means, in order to aid the decision-making process and to make
priorities clear. If they find it hard to do this, they will have substantial difficulty in
engaging and being involved in the process.
In general, a person who has substantial difficulty in being involved in their assessment, plan
or review will only become eligible for an independent advocate where there is no one else
appropriate to support their involvement. This could be because they do not have any
family members or friends who:
 know them very well;
 agree to offer this support;
 are able to offer this support (for example, they themselves could have learning
difficulties or dementia, which prevent them from offering support);
 are appropriate (for example, they are suspected of abusing the person);
 are able to help the person put forward their view (for example, they have strong
views on what the decision should be, and do not support the person to express
their aspirations).
The main thing to consider is whether they would be able to facilitate the person’s active
involvement in the process. It is not sufficient to know the person well or to love them
deeply – the role of the appropriate individual is to support the person’s active involvement
with the local authority processes. Some people will not be able to fulfil this role easily; for
example:
 a family member who lives at a distance and who only has occasional contact with
the person;
 a spouse who also finds it difficult to understand the local authority processes;
 a friend who expresses strong opinions of their own prior to finding out those of the
individual concerned;
 a housebound elderly parent.
An appropriate individual cannot be someone who is already providing the person or their
carer with care or treatment in a professional capacity or on a paid basis; for example, a GP,
a nurse, a key worker or care and support worker.
In general, a person who has substantial difficulty in being involved in their assessment, plan
and review will only become eligible for an advocate where there is no one appropriate to
support their involvement. The exceptions are:
 where the exercising of the assessment or planning function might result in
placement in NHS-funded provision in either a hospital for a period exceeding four
weeks or in a care home for a period of eight weeks or more, and the local authority
believes that it would be in the best interests of the individual to arrange an
advocate;
 where there is a disagreement, relating to the individual, between the local
authority and the appropriate person whose role it would be to facilitate the
individual’s involvement, and the local authority and the appropriate person agree
that the involvement of an independent advocate would be beneficial to the
individual;
 where a deprivation of liberty may be the result of the proposed care and support
plan; if the proposed plan involves restricting a person’s liberty to the extent that
they may be deprived of their liberty, in any setting, an advocate must be involved.
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Who can act as an advocate?
According to the Department of Health Care Act guidance,8 advocates must have:
 a suitable level of experience: this may, for example, be in advocacy or in working
with those groups of people who may have substantial difficulty in engaging with
assessments and care and support planning.
 appropriate training: this may, for example, initially be training in advocacy or
dementia, or working with people with learning disabilities. Once appointed, all
independent advocates should be expected to work towards the National
Qualification in Independent Advocacy (Level 3 City & Guilds) within a year of being
appointed, and to achieve this qualification in a reasonable amount of time.
 competency in the task: this will require the advocacy organisation to assure itself
that the advocates who work for it are all competent and have regular training and
assessments.
 integrity and good character: this might be assessed through interview and
selection processes; seeking and scrutinising references prior to employment, and
ongoing Disclosure and Barring Service (DBS) checks.
 the ability to work independently of the local authority: this would include the ability
to make a judgement about what a person is communicating and what is in a
person’s best interests, as opposed to in a local authority’s best interests, and to act
accordingly to represent this.
 arrangements for regular supervision: this will require that the person meets
regularly and sufficiently frequently with a person who has a good understanding of
independent advocacy who is able to guide their practice and develop their
competence.
It is recommended that the advocacy Quality Performance Mark (QPM) (which was
described in the previous section and is a robust, quality assessment and assurance system)
should be used for providers of independent advocacy. QPM is a tool used to benchmark
independent advocacy services against a framework.

Role of advocate
Advocates appointed under the Care Act have two main functions.
First, they are there to support the person to make their own decisions and to be as
involved as possible within decision-making processes. While performing this function,
independent advocates will therefore need to:
 be aware of and comply with the rules and regulations under which they operate;
 take into account the requirements of the United Nations Convention on the Rights
of Persons with Disabilities, which protects the rights of people to have their views
effectively communicated;
 recognise the different approaches required, dependent on the capacity of the
individual and adopt a supported decision-making approach wherever possible;
 ensure that if the person has been assessed as lacking the capacity to make the
decision, the provisions of the Mental Capacity Act have been correctly applied, and
that anyone charged with making a decision takes it in the best interests of the
person.
Second, advocates can represent a person, which may involve speaking on their behalf. This
is particularly important for people who are not able to self-advocate and put forward their
own wishes, aspirations and choices. The independent advocate must ‘advocate’ on the
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person’s behalf, to put their case, to scrutinise the options, to question the plans if they do
not appear to meet all eligible needs, or do not meet them in a way that fits with the
person’s wishes and feelings. The ultimate goal of this representation is to secure a person’s
rights, promote the person’s well-being and ensure that their wishes are taken fully into
account.
The advocate must always make arrangements to visit and meet with the individual,
wherever possible in private, to offer support in the following areas:
Understanding processes – Advocates will assist people to understand the processes they
are involved in.
Understanding rights – Advocates will support people to understand their rights under the
Care Act.
Making decisions – Advocates will support people to make decisions by assisting them to
weigh up various care and support options, as well as choose the ones that best meet their
needs and wishes.
Communicating views, wishes and feelings – Advocates will support a person to
communicate their views, wishes and feelings to the staff who are carrying out an
assessment, are developing a care or support plan or reviewing an existing plan, or are
carrying out a safeguarding enquiry or review.
Understanding plans – Once a plan has been made, the person may need the support of an
advocate to help understand the decision or plan reached, what it means for them, who is
responsible for what and likely timescales involved.
Challenging decisions – The Care Act requires advocates to support people to challenge a
decision or process made by the local authority where they wish to do so.
Consult with others – Advocates should always consider whether it would help the
individual to consult persons who are, or have been, engaged in providing care or treatment
for the individual in a professional capacity, or persons who may be in a position to
comment on the individual’s wishes, beliefs or values; for example, family members, carers
or friends of the individual.
Accessing records – An advocate can access, and take copies of any relevant records relating
to the individual where the individual has the capacity, or is competent, to consent to the
records being made available to the independent advocate and does so consent; or the
individual does not have the capacity, or is not competent, to consent to the records being
made available to the advocate, but the advocate and Local authority considers that it is in
the best interests of the individual.
Safeguarding – When appropriate, an advocate should support and represent the individual
in the safeguarding process
Advocates must never take responsibility to sign off or agree plans. Their role is to support
the person to take control of creating their own plan or – where the person lacks the
capacity to do this – to gather information to inform the creation of the plan. Advocates
retain an important ‘check-n-challenge’ function: in other words, to check that the plan
accurately reflects the person’s needs, views, aspirations and well-being, and support a
person to challenge the plan (or challenge the plan on the person’s behalf if they are unable
to do so).
People will be entitled to receive advocacy support from different services and under
different legislative frameworks, depending on their eligibility. This will inevitably lead to
overlap within advocacy roles – for example, a person detained in a mental health hospital
who wishes to make a complaint about their NHS care and treatment could be supported by
a complaints advocate or an Independent Mental Health Advocate.
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The independence of the service is an important consideration for all commissioners.
Anything compromising that independence could easily undermine confidence. The Care
Act regulations for independent advocacy are clear: providers of advocacy must be
independent of the local authority, with their own constitution, code of practice and
complaints procedure. Advocates under the Care Act will be managed by, and primarily
accountable to, the advocacy organisation that recruits and employs them, thereby
maintaining their independence from the local authority.

Funding of advocacy
The advocacy service is free at the point of use. An impact assessment for the Care Act has
set out the anticipated national costs associated with providing access to independent
advocacy under the Act34 (Table 11). These costings were based on the expected numbers of
needs assessments, carers’ assessments and reviews and applied specific assumptions to
the expected numbers. It appears that no new funding will be made available to local
authorities to provide this advocacy service.
Table 11: Anticipated national cost of providing independent advocacy
Year
2015/16
2016/17
2017/18
2018/19

Total recurring costs
£14.5 million
£34.6 million
£49.5 million
£67.1 million

Evaluation of independent advocacy provided under the Care Act 2014
No evaluation had been undertaken on the quality of independent advocacy under the Care
Act 2014. However, this is not surprising as the service has only been in existence since 1
April 2015. We found no evidence that there are plans to monitor the quality of the
advocacy service in the future.

Patient advocacy in Western Australia
Unlike England and New Zealand, none of Australia’s states or territories has a statedirected advocacy service. However, in Western Australia, the Health Consumers’ Council
(HCC), an independent agency that is almost completely government funded, provides free
advocacy for healthcare users.

Western Australia complaints system
The Health and Disability Services Complaints Office (www.hadsco.wa.gov.au/complaints/)
is an independent statutory authority (established under an Act of Parliament) which
provides an impartial resolution service for complaints relating to health and disability
services in Western Australia (WA). This service is free and available to all users and
providers of health and disability services. The Complaints Office reviews and reports on the
causes of complaints, undertakes investigations, suggests service improvements and advises
service providers about effective complaint resolution. It operates within two key service
areas:
 assessment, conciliation and investigation of complaints;
 education and training in the prevention and resolution of complaints.
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A complaint can be made by the person who received the service; a relative, representative
or carer; a representative of a person who has died; or a provider, on behalf of the person
who received the service from another provider. Complaints can be made against any
individuals or organisations that provide a health service. Complaints may include
allegations that a service provider has acted unreasonably by:
 refusing to provide a service;
 the manner in which a service was provided;
 providing a service;
 denying or restricting the user’s access to records;
 breaching confidentiality;
 charging an excessive fee;
 not dealing with a complaint effectively.
The Complaints Office encourages complaints to initially be raised with the service provider,
as offering the provider a chance to address the issues usually results in speedier resolution
of a complaint. However, this is not a requirement. If raising the complaint with the service
provider proves unsatisfactory, the complainant may call the Complaints Office’s
Assessment Team. They can discuss options, explain the complaints process and organise a
complaint form to be sent by post. Alternatively, complaint forms can be completed online
or downloaded (PDF) and returned by fax, email or post.
Health service complaints must be made within 24 months of the date the service being
complained about was provided. Some discretion exists if there is a good reason for the
delay. The Complaints Office is generally unable to assist with complaints that have already
been determined by a court, registration board or tribunal. In such circumstances referrals
to alternative organisations may be suggested. All complaints must be confirmed in writing.
Once completed forms are received, the Complaints Office determines how best to deal
with the complaint and may contact the service provider. When complaints relate to a
registered health professional, the Complaints Office, by law, is required to consult with the
Australian Health Practitioner Regulatory Agency. This will determine which agency is the
most appropriate to deal with the complaint.
There are two resolution processes: negotiated settlement and conciliation. All information
exchanged during these processes is confidential. Negotiated settlement involves an
exchange of information between parties via a case manager. This may be conducted over
the telephone, by email or in writing, and generally does not involve a face-to-face meeting.
The role of the negotiator is to assist in the exchange of information and promote resolution
of the complaint. In some circumstances, specific information or consumers’ records may be
requested, in order to clarify issues. Conciliation generally involves all parties engaging
voluntarily in a face-to-face meeting to discuss the complaint; this is conducted by a trained
conciliator. The process offers both parties the opportunity to openly discuss the complaint.
The conciliator will meet individually with each party to discuss and clarify issues that have
been raised and ensure that everyone is prepared for the conciliation meeting. Prior to the
face-to-face meeting the conciliator may need to:
 gather more details about the complaint;
 review any medical or procedural documentation;
 determine any relevant, applicable standards;
 assist with determining realistic outcomes;
 discuss the conciliation process with all parties and actively encourage parties to
engage in the resolution of the complaint.
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Following the conclusion of the conciliation process, a report is prepared and provided to
both parties. The report highlights important aspects of the complaint and any outcomes
that were agreed.
The complaint will generally be acknowledged in writing within 14 days. Complaints will be
promptly investigated, and in most circumstances a response will be provided within 30
days. More complicated complaints may require more time to investigate. The Complaints
Office and the Australian Health Practitioners Regulation Agency will not deal with the same
complaint concurrently. They may refer cases between bodies if they feel the complaint falls
outside their remit. If a decision has already been made by the Australian Health
Practitioners Regulation Agency (even if the complaint did not go to full inquiry), the
Complaints Office cannot deal with the complaint. The Complaints Office allows consumers
to have an advocate and will explain to complainants how to go about procuring or using an
advocate. The Health Consumers’ Council provides an advocacy service to assist health
consumers in making complaints.

The Health Consumers’ Council
According to the Health Consumers’ Council (HCC) website (www.hconc.org.au), Western
Australia is the only Australian state that offers a comprehensive individual advocacy
programme. The HCC in Western Australia was established in 1994 and it is an independent
not-for-profit community-based organisation; as such, it does not have the statutory powers
to effect change or to require responses from health service providers. It is an incorporated
body governed by a Board of Management which is required to abide by the Associations
Incorporation Act (1987). The HCC represents the consumer voice in health policy, planning,
research and service delivery. It comments publicly on all issues affecting health and also
provides an individual advocacy service. The advocacy service covers many aspects of the
health service, including hospital, primary care, mental health, dental, and complementary
and alternative therapies. The service is flexible and assists the consumer at any stage of
their journey – from accessing health services to navigating the health complaints processes.
It is the only organisation of its kind in Australia to provide free health advocacy for
individual health consumers.35

What the HCC advocate does
The HCC can help consumers to seek the most appropriate options to resolve their
complaints about the healthcare they have received. Access to the advocacy services is free.
A toll-free telephone number and a reply-paid postal facility is provided for consumers.
Recognising that complaints about health services are best resolved by the parties
concerned, an HCC advocate will provide advice, information, referral, support and
advocacy as follows:
 An HCC advocate can assist consumers to clarify and define the issues in their
complaint, so as to ensure that the matter is dealt with by the most appropriate
health service staff members.
 The HCC can provide consumers with a sample complaint letter, showing them how
to draft their own complaint letters to a health service. An advocate can assist a
complainant in writing the complaint if they have difficulty doing so. In most cases,
the Complaints Office will ask for written authorisation for the advocate to act on
the complainant’s behalf.
 The HCC also assists with Freedom of Information applications.
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The HCC can assist individuals or groups of consumers to formulate a complaint if
they are unable to do so themselves.
The HCC will assist with complaints that identify a systemic problem in the health
system.
An HCC advocate can attend meetings with consumers, either as an advocate or as
an independent third party. The latter role is a useful one of witness and support.
The HCC representative observes the interaction between consumer and provider
and, by being present, provides moral support to the consumer.
If the HCC becomes a participant in such meetings, it will be to assist the consumer
to achieve the agreed objectives of the meeting.

In cases where HCC advocates believe it is warranted, they offer consumers the opportunity
(at no cost) to meet with a lawyer who has expertise in medical negligence. Sometimes, the
advocate will suggest that a consumer attends a free legal information night because they
believe they may have a chance of making a successful claim. Such free information sessions
can help consumers to understand the reasons why legal action is not likely to be
worthwhile. These meetings usually take place at the HCC’s ‘once a month’ free legal
information evening, which is held in the HCC offices. The HCC advocate and the consumer
usually prepare a short case summary before the half-hour meeting with the lawyer.
Although it is generally preferable to meet ‘face to face’, if it is too difficult for a consumer
to attend the free legal information night in person, meetings can be conducted over the
telephone. The lawyers volunteer their services. If a consumer decides to pursue legal
action, there is no expectation that they will choose the lawyer they met through the HCC.

Cases dealt with by the HCC
The HCC collects data through its individual advocacy programme, and these data are
published in the HCC’s annual report. The HCC’s annual report for 2015 shows that the HCC
advocacy team received 621 requests for support; 101 were not proceeded with for a
variety of reasons, including that the consumer was not able to identify a specific issue, or
the consumer withdrew the request because the issue was resolved. Of the 520 cases that
the HCC dealt with, 65% were physical health cases and 35% were mental health cases.
Typically, the mental health cases were more complex, with at least 50% of the advocates’
workload related to these cases.
Of the physical health cases:
 35.6% of disputes related to diagnosis and treatment.
 29% related to denial of access to services.
 23.5% related to consumer rights.
 11.8% related to costs.
Of the mental health cases:
 53.3% related to consumer rights. This was significantly higher than the figure for
non-mental health consumer rights issues (23.5%). This was due in part to
involuntary detention and treatment of mental health consumers.
 27% disputes related to diagnosis and treatment.
 18% related to denial of access to services.
 2% related to costs.
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Funding of advocacy service
Although the HCC receives funding from State and Commonwealth agencies, it is an
independent advocacy service. For the 2014/15 financial year it received 95% of its funding
from the Western Australia Department of Health. However, we could not find any
information regarding the amount of funding it receives. The HCC has 10 staff including 2.8
full-time equivalent (FTE) advocates.

Evaluation of the Western Australia advocacy service
We found no evaluation of the Western Australia (WA) advocacy service. However, the
Western Australia Department of Health has recently moved to ‘outcomes contracting’,
which means that all non-governmental organisations (NGOs) in receipt of funding from a
government agency report not just on outputs, but also on outcomes. In 2014/15, the HCC
began negotiating a five-year outcomes-based contract with the Department of Health for
its core contract to deliver individual advocacy and consumer and health sector support
services. The new five-year outcomes-based contract commenced in January 2016.
The service outcomes relating to individual advocacy that the HCC will report on are as
follows:
 Health consumers are supported to effectively manage their own experience while
using the WA healthcare system.
 Health consumers are supported to participate, engage and partner with the WA
healthcare system as a result of their involvement with the service.
 Health consumers are appropriately referred, when required, to other agencies in
order to meet their needs.
The service outcomes relating to Health Sector Support are as follows:
 Health consumers have the opportunity to be supported and linked to health
consumer networks and partnerships in the WA health system.
 The Department of Health and area health services are assisted to facilitate and
promote active engagement with health consumers in the planning, delivery and
review of health services.
 The Department of Health and area health services are informed on emerging
trends and issues affecting health consumers.
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Conclusion
There are many definitions and models of advocacy in the literature which are broadly
similar, and much of the literature originates in the disability field. There is much less
written about patient advocacy in health services and it mainly pertains to advocacy
provided by non-state-directed NGOs. We identified very few English-speaking countries
that have state-directed advocacy services. Due to the tight time frame for completing this
review, it was not feasible to study non-English speaking countries. Therefore, it is possible
that other examples of state-directed advocacy services exist elsewhere.
Of the three countries we studied, New Zealand has the longest-established service (since
1996). Its complaints and advocacy services are provided by a single statutory service that is
independent of the health service. The legislation underpinning the advocacy service sets
out a legal requirement for the positions of Health & Disability Commissioner (Ombudsman)
and Director of Advocacy, who are independent of each other. It also sets out a legal
requirement for a patients’ Code of Rights, and requires the Commissioner to review the Act
and the Code periodically. In the 20 years since the advocacy service was established it has
undergone changes in how its service is commissioned; initially, it had 10 providers, but by
2006 this had reduced to just one and has remained unchanged since then. Its performance
is measured and published annually, and it appears to function well and meet its targets.
While the New Zealand model of patient advocacy seems to perform well and has a high
level of user satisfaction, it must be emphasized that this occurs in the context of a national
no-fault system of compensation for accidental injury, including medical injury.
Complainants who suffer a medical injury do not need to prove negligence in order to
receive compensation, and it is not possible to bring a compensation case through the
courts system, as is the system in Ireland and most other Western countries. The Health &
Disability Commissioner’s Office is the only place where a service user can bring a complaint.
England also has a long-established independent patient advocacy service, although it has
only had a statutory basis since 2006. Its complaints system is separate from the advocacy
service and is embedded within the NHS. The English advocacy service has undergone many
changes since the mid-2000’s, but it is unclear if this has been to the detriment or benefit of
the advocacy service. Reports in 2011 and 2013 have highlighted weaknesses in the service.
The system of commissioning advocacy services is fragmented and complex, having moved
from a system where three advocacy providers were centrally contracted by the
Department of Health to provide a national service to the current system whereby each of
the 353 local authorities has responsibility for providing a local advocacy service. As this
only occurred in 2013, it is unclear what impact the change in commissioning has had. In
any case, it will be difficult to measure the impact, as routine data on the advocacy are not
collected. While individual advocacy providers and local authorities furnish some data on
the advocacy they provide, this is not published on a national basis, making it extremely
difficult to assess if a functioning advocacy service is provided or if service users are happy
with this service. It also makes it difficult to assess the impact of the changes which the
provision of advocacy services has had.
The Western Australian model differs from the other two, as it does not have a statutory
basis. While its Health Consumers’ Council is contracted by the Department of Health to
provide advocacy services, it is unclear what type of service level agreement exists between
the two bodies. The complaints system is independent of the advocacy service and is
provided by a statutory agency. It also offers complainants an opportunity (at no cost) to
meet with a lawyer who has expertise in medical negligence. Sometimes, the advocate will
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suggest this because they believe they may have a chance of making a successful claim; on
other occasions, it can help consumers to understand the reasons why legal action is not
likely to be worthwhile. This is one aspect of the Western Australian model that differs from
the New Zealand and English patient advocacy service. While there is little work undertaken
regarding evaluation of the Western Australian model, it has recently moved to an
outcomes-based system of contracting with the Department of Health, which will lead to
more emphasis on measuring the outcomes of the service. There was very little information
available on the Western Australian model, and while it provides a good example of a nonstatutory, independent, government-funded service, it may be worthwhile contacting the
relevant personnel to fill the information gaps we have identified.
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