27/10/2019

n a Wha national association of
people with Hiv australia

HIV Peer Support

Developing Standards for Australia

Adrian Ogier | AGM - 25 October 2019

napwhazszssass,

In this talk..

History of development
The steering group
Tools we are using
Current status

Future steps

www.napwha.org.au © 2019

2

Adrian Ogier | AGM19 | HIV Peer
Support -- Developing Standards for
Australia



www.napwha.org.au © 2019

napwhasessses,

History of development

Chris and Bill
2018
July 2019

3

www.napwha.org.au © 2019

napwhasessses,

The steering group

Chris Howard
Graham Brown
Sara Graham
Richard Keene
Katy Roy
Aaron Cogle

4

Adrian Ogier | AGM19 | HIV Peer
Support -- Developing Standards for

Australia

27/10/2019



naPWha %{t‘a‘wam HV auslrgllla

Tools we are using
Iﬂractice Guidelines

in Peer Health Navigation for
People Living with HIV
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R CATIE = Standards

RECOMMENDATION 1: Conduct a local needs assessment that includes input fram
pecple with HIV, clients and se rvice providers to determine the breadth of client needs.
A needs assessment will help agenciesto tailor peer health navigation programs and
determine which roles a peer health navigator can take on to meet the needs of clierts.
(Type of evidence: practice)

RECOMMENDATION 2: Define a clear peer health navigator scope of practice and draft
job descriptions that reflect the roles and responsibilities within the scope of practice. Job
descriptions should also clearly outiine the goals of the program and qualifications and
experience that are necessary and preferred. Determine and communicate the roles and
responsibilities that are autside the scope of practice of peer health navigators. Ensure
job descriptions are clear and straight-forward, {Type of evidence: research and practice)

RECOMMENDATION 3: Irwolve peer health navigators in the intake and assessment of
clients’ needs as part of an interdisciplinary team. Using their lived expe rience to build
trust over time, the navigator's role is to help clients identify and assess their strengths
and challenges and help them develop a plan to achieve their health and wellness goals
This assessment should take inta account all aspects of dients’lives. (Type of evidence:
research and practice)

RECOMMENDATION 4: Peer health navigators use advacacy skills to ensure the client's
woice is heard during healthcare appointments and in the community. Navigators also
have a role in raising systemic issues that impact client care. (Type of evidence: research
and practice)

RECOMMENDATION 5: Peer health navigators provide practical assistance to clients
such as help with transportation, housing, financial assistance, chid/elder care, and ather
services that can facilitate optimal engagement in heatthcare and achievement of health
andwellness goals. (Type of evidence: research and practice)

RECOMMENDATION 6: Peer health navigators provide support to clients before and
after appointments with healthcare providers, help clients to understand the purpose of
a particular medical appointment or specialist, help prepare clients with questions, and
provide an explanation of the visit in plain language. Peer navigators can also provide
accompaniment to appaintments and advocacy during appointments. (Type of evidence:
research and practice)

RECOMMENDATION 7: Peer health navigators play a role in providing emotional
cultural and social support to clients and their families (as appropriate) based ona
common understanding of the expe rience of living with HIV. (Type of evidence: research
and practice)

RECOMMENDATION 8: Peer health navigators provide culturally safe and trauma
informed education, information, care and support to clients and their families (s
appropriate), based on a helistic model that includes the physical, emational, spiritual
and mental needs of clierts and their families. Navigators share accurate information
using language famiiar to clients and their families, whe re appropriate. Health promation

Summaryof recommendations 15

VIGNETTE A Jocal community-based ogency currently provides cose
management for people with HIV. The agency is expanding to develop and deliver a
peer health navigation program. in reviewing Practice Guidelines in Peer Health
Navigation for People Living with HIV, a consultant working with the agency to
develop the program recommends that they consider how GIPA/MEPA principles are
currently incorporated into the agency’s work, and how they will be integrated into a
peer navigation program.

The agency's leadership reflects on how it has engaged people with HIV in its work
50 far.

The agency admits that it has not done enough to work within a GIPA/MEPA
framework They understand that the GIPA/MEPA principles aim to realize the rights
and responsitilities of people with IV, including the right to self-determination ond
participation in the decision-making process. Therefore, they engage people with
HIV who are currently using services within their organization but they also reach
out to other organizations to help actively link them to people with HIV from other
organizations. A large group of diverse people with HIV from the community are
brought together to help determinie hiow they want their voices heard within the
development of this program. Based on these consultations, multiple sessions are
held o provide space for inputinto the development and delivery of the program
and an ongoing commitee is struck to ensure continued input int the delivery
of the program. In the end, mary of these people with HIV become peer heath
navigators within the newly developed program.

Assess agency readiness to ensure agency culture
isinclusive

I RECOMMENDATION 3: Assess agency readiness to ensure agency culture is
inclusive of peer health navigatars. (Type of evidence: practice)

Evidence
This recommendation emerged from the practice expe tise of the working group.

Practice Guicelines in Peer Health Novigation for Peaple Living with HIV.
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What is peer support?
Peer support is a relationship in which people see each other as equal partners and a

where the focus is on mutual learning and growth. At the roots of peer support there is a
belief that through sharing and SUpport we can transform our lives and the lives of
others in our communities for the beter. N

Peers can be people with similar health conditions, from similar communites, or with
shared identities based on sexuality, gender, or cultural background

Peer support creates opportunities for both parties to grow and achieve a sense of
control and empowerment. Peer support can be formal o informal and can range from
friends sharing, to people within groups supporting each other, to paid workers providing
agoal-oriented service.

Peer support is a reciprocal relationship, benefiting both those providing and receiving
the support. Benefits can include creating collective strategies to maintain heath,
building resilience and self-esteem, and aiding advocacy and collective action.
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About peer support

The central role of community and peer-led responses has been a key characteristic of the
FREgEor nctscasamngs Australian partnership response to HIV since the beginning of the epidemics.’
Principles and values
In the 1980s, when little was known about HIV and discrimination was widespread, gay

HIV s pesi sipport and HIV positive activists set up AIDS Councils and PLHIV organisations around
Australia. Andsilt was from within that

peer based programs emerged - led and
conducted by people from these communites, including PLHIV, and operated through
organisations established and governed by their communities. Critical within these
responses was the role of PLHIV specific peer-based programs - including peer support,
health promotion, and community mobilisation as well as leadership and advocacy
within policy? *. Run by PLHIV, these projects provided one-on-one and group support,
shared knowledge and lobbied for better treatment and appropriate care.

Benefits of peer support

Benefits to the health and well-bei.

Financial benefits.

Wider social and community bene...

HIV services owe their existence to these activists and those who campaigned
alongside them. From these small beginnings emerged activism on treatment availability
and prices, community advocacy, and the movements to combat stigma and influence
service delivery. The expert patient initiative, the availability of information writien by
people living with HIV and policy lobbying were soon to follow.

HIV peer support, like the disabled people’s movement, has a political dimension in
challenging discrimination, advocating for particular and appropriate services and
access to treatment. It has altered the weighting in the doctor-patient relationship,
something at best approaching equality, or at least, being consulative.

nto

Peer supportin HIV has served to create a community for people who have experienced
adisconnection from their wider community through secrecy and stigma *.

Bioun, G, O'Donnell, ., Crooks, L., & Lake, R. (2014). Mobilisation, poliics, investment and constantly

adapting: Lessons from the Austaian health promoton response to HiV. Health Promotion Journal of
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The central role of community and peer-led responses has been a key characteri:

of the
Peer support in other settings

Australian partnership response to HIV since the beginning of the epidemics.’
Principles and values
In the 1980s, when little was known about HIV and discrimination was widespread, gay

HIV and peer support and HIV positive activists set up AIDS Councils and PLHIV organisations around
Australia. Andkilt was from within that
Benefits o peer support profects- merged—What defineshihesepeer baset programs emerged - ed and

conducted by people from these communities, including PLHIV, and operated through
organisations established and governed by their communities. Critical within these
responses was the role of PLHIV specific peer-based programs - including peer support,
health promotion, and community mobilisation as well as leadership and advocacy
within policy? *. Run by PLHIV, these projects provided one-on-one and group support,
shared knowledge and lobbied for better treatment and appropriate care.

Benefits to the health and well-bei.
Financial benefits.

Wider social and community bene...

HIV services owe their existence to these activists and those who campaigned
alongside them. From these small beginnings emerged activism on treatment availability
and prices, community advocacy, and the movements to combat stigma and influence
service delivery. The expert patient initative, the availabiliy of information written by
people living with HIV and policy lobbying were soon to follow.

HIV peer support, like the disabled people’s movement, has a political dimension in
challenging discrimination, advocating for particular and appropriate services and
access to treatment. It has altered the weighting in the doctor-patient relationship, into
something at best approaching equality, or at least, being consulative.

Peer supportin HIV has served to create a community for people who have experienced
adisconnection from their wider community through secrecy and stigma *.
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The format of the standards
[rhe format of the standards

standard means for three main audiences:

- People who provide peer support.

Each standard Is headed by a Standard title, followed by:
Rationale: the reason for having the standard. Within this we will spell out what the

« People living with HIV accessing peer support.
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« Health, community and HIV service providers.

Competencies and skills: setting out what skills are needed by the
peoplelproviding peer support and/or the providers to perform and
deliver the standard. Core competencies describe the knowledge, skills
and attitudes that need to be developed in order for peer supporters to
fulfil their role.

setting out what dif we can expect as a
result of the work 1o deliver the standard. This Is not a prescriptive list
and it is recognised that services targeted towards certain groups or
‘within certain settings will define their own outcomes.

Auditable indicators: setting out means for demonstrating how the
standards have been implemented and how quality is being maintained.
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[rhe format of the standards

Each standard Is headed by a Standard title, followed by:

Rationale: the reason for having the standard. Within this we will spell out what the
standard means for three main audiences:

« People living with HIV accessing peer support.

« People who provide peer support.

« Health, community and HIV service providers.

Competencies and skills: setting out what skills are needed by the
peoplelproviding peer support and/or the providers to perform and
deliver the standard. Core ies describe the skills
and attitudes that need to be developed in order for peer supporters to
fulfil their role.

setting out what dif we can expect as a
result of the work 1o deliver the standard. This Is not a prescriptive list
and it is recognised that services targeted towards certain groups or
within certain settings will define their own outcomes.

Auditable indicators: setting out means for demonstrating how the
standards have been implemented and how quality is being maintained
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Standard One

Everyone living with HIV should have access to peer
support

Rationale

Peer support can increase a person’'s knowledge and provide them with the skills and
confidence to manage their well-being and improve their overall quality of life.

The population of people living with HIV is diverse and peer support needs to meet this
diversity by providing PLHIV with options. These include offering a range of peer supporters
and venues where the support can happen.

Some people may prefer to go to a community-based organisation or group outside of their
clinic as they may feel more comfortable in a non-medical environment. Others may find it
more convenient to access peer support in the clinic or hospital where they receive their HIV
care, especially if they have initial anxieties around confidentiality and going to new places.
Personal preference and resources can also influence the choice of whether to have peer
support one-on-one, by telephone or online, or in formal or informal groups.

Whatever the setting for peer support, the relationship between peer supporter and PLHIV
should be one of mutual respect, trust and collaboration. Ideally, the relationship will improve
the quality of life for both parties. This said, the focus should always be on the PLHIV who is
accessing the support. By focusing on their strengths and abilities, the peer supporter can
model positive behaviour, and be motivating and inspiring.

14
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The skills, Insights and experience of people providing peer support should be valued by
colleagues in community and health services. This includes being paid for their services, or
when volunteering to be regarded with a high level of respect.

What this means for health, community and HIV service providers

Providers need to be aware that there are key times when referring to peer support
may be of particular benefit and these include:

At the time of diagnosis.

When starting or changing treatment.

At the diagnosis of a comorbidity or major illness.

When reengaging in HIV care or at risk of disengaging from care.
At the commencement or end of a relationship.

When planning a family.

When pregnancy is confirmed.

When moving from child to adult clinical care

On entering aged care.

At any other significant life event.

Peer support should be part of the clinical pathway. Effective peer support complements
clinical services, and as such works best when the peer supporter is acknowledged and
valued as part of the care team; acting as a bridge between the individual and the clinical

15
Competencies and skills
People providing peer support will need to demonstrate an understanding of the following:

= The diverse needs of people living with HIV including those of specific groups, how to

tailor support accordingly and when it is appropriate to refer a PLHIV onto another peer

supporter.

+ Confidentiality and the ability to explain its principles within the context of peer support.

« The importance of safeguarding those accessing peer support as well as those
providing it.

+ Collaboration with other agencies and the ability to refer appropriately.

+ Scope of practice and when to refer to another health care professional .

* The importance of professional boundaries protecting the peer supporter and
PLHIV.

+ The different forms of peer support e.g. one-on-one and group settings, and how each
contributes to supporting people living with HIV.

+ The unique role of the peer supporter to identify important trends and issues and the
ability to relate these to colleagues as well as the broader sector in order to enhance
and improve health and community services.

Outcomes for PLHIV accessing peer support
Outcomes should be tailored to the needs of the service user, but may include:
* Enhanced knowledge of HIV and understanding the virus.
+ Enhanced knowledge of HIV treatments and how they work.
16
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Increased ability to self-manage their health.

Increased confidence to speak openly with healthcare professionals.

Enhanced skills to build supportive and fulfilling relationships.

Increased knowledge about their rights and responsibilities as they relate to HIV.

The ability to talk about HIV and other issues.

The confidence required to make choices within sexual relationships.
The confidence to manage disclosure of HIV status.

Improved engagement with a personal/peer network, faith group, workplace, or local
community.

Resilience, including the ability to manage without a peer supporter.
Optimism about the future.

The confidence to take up training, education, employment or personal development
opportunities.

Improved quality of life indicators.

Auditable indicators for health, community and HIV service providers

HIV service providers

A range of interventions are in place to meet the needs of PLHIV such as:

17

Standard Two

People who provide peer support should be living
with HIV and have access to training, supervision

and personal development

Rationale

Peer support works best when facilitated by trained individuals drawn from the
communities they support. Lived experience is a particularly invaluable tool when
supporting other PLHIV. An HIV positive peer supporter is able to relate first-hand
to the shock of an HIV diagnosis, the sting of HIV stigma, the complexities around
treatment and the difficulty of disclosure. What's more, revealing their experience
with an issue often helps alleviate the tension for those receiving support and can
provide perspective.

Organisations or groups offering peer support should be committed to providing
peer supporters with structured training and regular updates, support including
regular supervision with peer supervisors where possible, time for reflection with
other peers and opportunities that facilitate personal and professional growth.

Structured training, supervision and support will ensure high quality services, safety
for peer supporters and their clients, and retention of the peer support workforce.
Training

Peer supporters should have access to a suite of structured and regular training

Anmartnitine o doslan thair elille_and bnsadados
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Standard Three

Peer Support will include robust monitoring and
evaluation processes

Rationale

Monitoring and evaluation is a vital way of measuring the impact of services and programs.
Monitoring and evaluation assists in:

= ldentifying the impact of peer support services on target populations.
= ldentifying what is working well and what might need improving.

= Measuring the effectiveness of services and providing evidence in meeting contractual
requirements.

= Measuring quality and consistency of support provided.

= Collating peer insights into the evolving experience of PLHIV and their peer,
community and health service needs.

Bodies who provide funding often require monitoring and evaluation of services and programs.

Contracts will often specify performance indicators, which may include a combination of
outputs, quality and outcomes measures. Data collected will be a combination of qualitative
and quantitative data.

e Outputs focus on measurements that may include the number and types of activities
provided i.e. the number and type of clients seen, the number of workshops delivered.

19

Standard Four

Peer support should be tailored for key populations

Rationale

The PLHIV population in Australia is made up of affected communities who
group-identify in ways other than by HIV positive status.

Many of these sub-populations are from communities who already feel marginalised by
broader society. HIV adds another burden that in many cases is not easily discussed
within those communities. It is ideal, therefore, for peer support to be tailored and
provided in a way suited to an individual who presents with a unique set of issues and/or
who identifies with an affected community.

Empathy comes from others who share similar backgrounds and experience; therefore
the ideal peer supporter will often be one drawn from the same community and the most
appropriate peer support group will consist of other PLHIV who share similar cultural,
sexual and gender issues.

While this may not be possible for all individuals or groups - particularly when services
are limited - it is important for any organisation offering peer support to identify key
affected communities within their jurisdiction and provide peer support training that
includes specific sensitivity training on these populations.

Fortunately, the principles of peer support should resonate with any individual
regardless of their background. Often the identity of the peer supporter is not important.
For reasons of confidentiality, a PLHIV seeking support may in fact prefer to be
supported by someone outside of their community. A well-trained and supervised peer
supporter should be able to offer appropriate and sensitive support to any PLHIV. And
while doing so, they will be looking for ways to link the PLHIV with other supportive

20
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Appendix | - Putting Peer Support into Practice

The National Standards for Feer Support in Hi outline the care principles behind effective
peer support, but are in no way prescriptive. It is recognised that good peer support can
be provided in avariety of ways. This Appendix aims to provides practical examples of
peer support in action; each mode| of peer support is linked tothe relevant standard.

Standard 1: Everyone |
support

LASS: Women's Programme

The Leicester AIDS Support Services (LASS)
Wormen's Programme aims to Improve
positive wornen's quality of life by:

+ increasing their knowledge and
understanding of HIV and its
treatments

« providing peer support and reducing
sodlal isolation

+ boosting women's confidence

+ offering qualifications and skills-
building to move wormen inte
education or the workplace

It alsoaimsto shape local services by
building relationships with care providers
tonfluence the way that women living
with HIV are supported in clinical settings.

Women havethe programme tailored to
their specific support needs. They are
asked about the areas of their life that they
find difficult or that they need help with
through the use of a spider diagram,
where womnen rank on a scale of 110 10
their confidence around eight areas (see
page 30 for an example)

g with HIV should have access to peer

Topics of the workshops are identified by
positive women and are often facilitated by
women in the programme. LASS ensures
the sustainability of the programme by
training participants to become trainers
thernselves, and by working with local
dinicians to help steer the project and
influence commissioners,

‘The programme has received very positive
feedback. LASS has been successful in
helping several women move into.
employment and apply for college.
‘Wornen report that their increased
knowledge around HIV and the emotional
impacts of peer support make them more
confident to advocate on their own behalf.
More and more wormen are being trained
to lead various elements of the
programme.

The programme has also led to concrete
policy change: the formation of strong
relationships with local health care
professionals.

was o bad one”

cal hel

CHIVA Youth Committee member
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