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1 Day Training Course for Advocates Supporting 
Older People Affected by Cancer

Course Facilitator Guide : 

AIM AM -  Basic Cancer Awareness. Re cap pre course task – E Learning cancer introduction course & expand on issues specific to older people affected by cancer to provide a greater understanding of how the experience of cancer, from diagnosis to (possible) palliative care, may affect an older person physically, emotionally, socially and financially.


AIM PM -  Purpose & Principles of Independent Advocacy / Advocates. Linking the benefits of advocacy support to older people affected by cancer, establishing  knowledge and skills needed to provide effective independent advocacy support to older people affected by cancer 


Expected Outcomes :

By the end of the training , participants will be able to :

1. Understand what cancer is and how this affects older people.
2. Know about Macmillan, the services provided( particularly the Helpline Staff (MSL) as these will be key referrers) and how to access these on behalf of older people.
3. Understand the roles of other professionals on the cancer pathway and how to access them.
4. Understand the cause and nature of discrimination and equalities in cancer for individuals identified as belonging to one or more specific disadvantaged groups, focusing on ‘ older people’
5. Be able to apply advocacy principles within the Macmillan setting.
6. Understand how independent advocacy can help those affected by cancer.
7. Recognise when advocacy support, information & signposting would be appropriate.
8. Feel confident about making contact with and developing working relations with local Macmillan staff. 



Resources:
The trainer will need the following resources

· Flipchart and pens
· PowerPoint presentation 
· Projector and screen
· Plain A4 paper

Training Timings:  9.30 to 16.15

Timetable

	Timing
	Content

	9.30
	Introductions – group intros, domestics, course agenda,

	10.00
	Warm up Activity

	10.30
	What is Cancer ?

	11.00
	Break

	11.15
	Impact of Cancer

	12.00
	The Cancer Journey

	12.30
	Lunch

	13.15
	What is Advocacy?   & Role of Advocate

	14.15
	Advocacy Principles 

	14.45
	Break

	15.00
	Why is Advocacy Needed?

	15.30
	Advocacy Models

	15.40
	Summary Exercise 

	16.00
	Post Training Exercise

	16.15
	Evaluations & Close





	Timing
	Trainer Notes

	Resources

	9.30















	Welcome & introductions – Tutor and participants. 
Domestics –Use slide 2 to go through the domestics.  Also point out course evaluations that will be completed at the end  

Course agenda 
Setting individual objectives – ask group to consider course objectives and how they relate to their own goals.  What they will need by the end of the day to help them achieve that? Write their wants on flip and remove at the end of the intros to refer back to at the end of the day


Distribute HO (handout) on aims & objectives for group

Warm up activity. Handout blank sheets of paper.  Ask participants to work in pairs to interview each other to find out about the person, why they want to become an advocate for older people affected by cancer, what they like to do in their spare time, find something you have in common. ( time manage this carefully depending on number in group  - suggested 7 mins )

Ask the pairs to take it in turns to introduce their partner to the group.  ( 5 mins ) 
	
PP slides
1 and 2



Flipchart





 
Handout Page 7





A4 paper
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11.15
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12.30


13.15




















	View Macmillan Aim. PP (power point slide) 3
Continue with PP 4 ‘ Macmillan support services’
PP 5 ‘ Macmillan Support Line (MSL)

Introduce background to why the training on advocacy has been commissioned & what outcome is hoped for by involving advocacy for older people affected by cancer. 
Continue with PP 6 ‘ Evidence’, PP 7 ‘ Definition of Inequalities in cancer  PP 8  ‘Fact’  & PP 9 ‘Findings’


You can suggest further reading on the pilot sites for  Macmillan older people’s projects & let the learners know that you will be issuing a list of these & where to access them. 

Ask the learners what their knowledge /experiences are, do they reflect the content of these reports?
Use this session to really understand why everybody is here today. 


Confirm that there was an expectation that all learners complete the Macmillan E Learn Zone Introduction to Cancer Course as a pre course task and that learners will now draw on that learning to inform discussions for this session.  
 
Show  ‘ learning areas’ PP slide 14

 What is Cancer?
Aim -an exercise to discuss current knowledge and misconceptions.
 Spilt group into 5
Show PP slide 15 with task questions –

Give each group a stage to discuss and present on topics of:
· What is cancer?
· What are the signs and symptoms of cancer?
· How is cancer diagnosed? 
· How is cancer treated?
· How does cancer affect people during and after treatment?
 Continue by discussing why it is important to know about cancer when in the advocacy role supporting older people. 
Distribute booklets on the 4 most common cancers 
Breast /lung/ colorectal/prostate and/or The cancer guide

Include an overview of statistics PP



Break ( 15 mins )


This session focuses on the impact of Cancer for older people affected by cancer.
Aim – to appreciate that cancer can impact on older people’s lives in many different ways.
Small group exercise : head up flip chart paper with –

 (
Physical                  Emotional
Financial                 Social
)
Ask each group to discuss & write down what they think the concerns & considerations maybe for older people around each aspect listed here. 

Bring the group back together and comment on what they found to be common themes.

Distribute handouts


The Cancer Journey
Aim – to understand that people move through various stages when they have cancer & to identify where & when advocacy can be effective.

Refer to ‘ Flowchart of the Cancer Journey’
Page 12

Write up on sheet of flip chart paper in advance.
Distribute handout

                                                                                                                                                         Trainer to talk through the flowchart and mention:
· More people are experiencing cancer but also surviving after treatment


· Needs to be a move away from seeing cancer as a ‘black or white’ disease with a positive or negative outcome
Needs to be a move to seeing cancer as an medical condition with many shades of grey 

Trainer to also:
· Provide space for group to discuss potential experiences of supporting an older person in any of the highlighted stages
Highlight that older people may present when they are at any stage of this journey and for some, their situation (and subsequent needs) may change quite quickly

Distribute MAC resource: Cancer and Older People . MAC11666
Conclude the morning session by requesting that each learner summarises & feeds back to group one element of the morning’s training. 

LUNCH ( 45 mins )


Introduce the afternoon’s session, Advocacy
Explain that the initial part will be focusing on what advocacy is, followed by discussions & exercises on how advocacy can be an effective tool through the cancer pathway for older people.

Group exercise. What is Advocacy ?

Flip up the word ‘ ADVOCACY ’.  Ask the group what this means to them.
Then ask group to individually write a line or two to explain their understanding of the term ‘ Advocacy ‘

Follow with PP slide ‘ OPAAL definition’ & read through.
Discuss. 

Distribute hand out – What is advocacy .
Read through, expanding on points giving examples 
Role of an advocate 

Distribute hand out – role of an advocate .
Scan through giving a brief overview of the roles the advocate can & cannot do

	
PP slide 3

PP slides
4 -5




PP slides
6, 7,8, 9, 


 
Handout Page 13











PP slide 10





PP slide 11















PP slide 12
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Handout Page 8,9,10,11,






 
Handout Page 12

































PP slide 13
 







PP slide 14


 
Handout Page 14,15

 
Handout Page 16

	14.15
	Advocacy Principles


Introduce this by explaining that Advocacy works to a set of key principles. Different advocacy projects put greater value on different principles, usually due to the needs of their client group but the core principles remain the same.

	


 
Handout Page 17


	
	Distribute hand out – Advocacy Principles

Pick sections & ask learners to explain how effective they believe this could be for older people affected by cancer. 

Case study Colin 
Divide learners into small groups. Hand out part one.
After 7 mins, hand out part 2, continue group discussions for 7 mins 
Feedback & discuss
	 
Handout Page 17,18



 
Handout Page 19,20

	

	Remind advocates that there is evidence of older people expressing positive comments around their cancer pathway experience, however, all these comments indicate a supportive network / approach  in place for them increasing self confidence, self esteem and an enhanced capacity to manage the effects of a cancer diagnosis. 
	






	14.45

15.00
	BREAK (15 mins)

Why is advocacy needed ?
Continue with PP slides around ‘ disempowerment’ & discuss
Use this session to really understand why everybody is here today. 

Distribute hand out  - Who needs advocacy ? 
Read through establishing the 3 main barriers –
Emotional / Physical / Attitudinal 

Case study Stan Feedback & discuss
	[image: ]


PP slides 15 & 16

 
Handout Page 21,22

 
Handout Page 23


	15.30
	Advocacy Models 
Distribute hand out – Advocacy models

Explain that some advocacy services focus on one client group , OPPAL – older people,  NYAS – children & young people.  MIND – mental health related issues. Others  are multidisciplinary & offer advocacy support to a range of people in different settings. 
	 
Handout Page
24 & 25


	15.40
	Summary.
 Revisit the exercise ‘ Impact of cancer ‘ask each participant to draw on their learning today & highlight & explain an example of where an older person affected by cancer can greatly benefit from independent advocacy support. What is the issue & how / what is the advocacy support? 
	


	16.00




















16.15
	Post Training Exercise
Explain that you are going to give out a template for a case study .Go onto explain that the advocate will use this to form a plan of support through the cancer pathway. This task needs to include & reflect real services in their area. For this they will need to explore what is available in their area to support each stage in the support for their client, find options and include contact details of these specialist services and an overview of what they provide.
They will also need to build their own resource kit for  specialist services for specific cancer types, support groups etc. the area they are working in.

Give details of www.be.macmillan.org.uk  web site and ask each advocate to register and order :
A directory of information for people affected by cancer.  MAC4620_1111

The post training exercise task needs to be completed & returned to the Trainer by ……………
This can be electronic or hard copy. 

Evaluations & Close
	 
Handout Page
27




















 
Handout Page
26









1 Day Training Course for Advocates Supporting Older People Affected by Cancer



AIMS & OBJECTIVES FOR THE DAY



AIM AM -  Basic Cancer Awareness. Re cap pre course task – E Learning cancer introduction course & expand on issues specific to older people affected by cancer to provide a greater understanding of how the experience of cancer, from diagnosis to (possible) palliative care, may affect an older person physically, emotionally, socially and financially.


AIM PM -  Purpose & Principles of Independent Advocacy / Advocates. Linking the benefits of advocacy support to older people affected by cancer, establishing  knowledge and skills needed to provide effective independent advocacy support to older people affected by cancer 


Expected Outcomes :

By the end of the training , participants will be able to :

1. Understand what cancer is and how this affects older people.
2. Know about Macmillan, the services provided( particularly the Helpline Staff (MSL) as these will be key referrers) and how to access these on behalf of older people.
3. Understand the roles of other professionals on the cancer pathway and how to access them.
4. Understand the cause and nature of discrimination and equalities in cancer for individuals identified as belonging to one or more specific disadvantaged groups, focusing on ‘ older people’
5. Be able to apply advocacy principles within the Macmillan setting.
6. Understand how independent advocacy can help those affected by cancer.
7. Recognise when advocacy support, information & signposting would be appropriate.
8. Feel confident about making contact with and developing working relations with local Macmillan staff. 






Physical aspects around the impact of cancer for an older person


· Dementia / Mental Capacity
Mobility 
· Transport – accessing, cost, distance
· Loss of faculties – hearing / sight / memory
· Treatment options appropriate for older people’s personal circumstances. 
· Back up support. Home care. Particularly those living alone. Isolated
· Travel to treatment – bowel / bladder problems need catering for.
· Support with eating / drinking in hospital
· Assumptions: age v  fitness for treatment
· Symptoms can be put down / confused with existing health condition
· Treatment may affect other medical / physical problems
· Length of the treatment programme in terms of time in each session
· Having no relatives or carer’s to provide support                                                                                                         
· May be a need for additional equipment at home 
·  Practical help required if older person nursed at home
· The  patient may not be strong enough to be told bad news 
· Duration of treatment in terms of impact of continued trips to hospital
· The treatment may not be compatible with current medication
·  Disorientation – due to length of stay in hospital 
· May need physical  help for daily routines
· May need special equipment to walk /eat / & in bathroom
·  Help to stay in own home
· Long waiting times/ delays in appointment times
· Lack of proper examination
· GP focuses on age related medical issues rather than cancer – sees condition and not the person.
· Communication, both in understanding & ability 
· Dislike intrusive examination/ touch
· In general older people hide more than they tell












Emotional aspects around the impact of cancer for an older person

·  Frightened of the unknown. Self, family etc 
· Doctor knows best belief for many older people, despite what person feels they will not voice feelings.
· Too much information to take in. 
· Patients had enough of treatment, would rather not bother.
· Don’t challenge – just accept what treatment is given. 
· Consultants – attitudes, protocols etc difficult to question or discuss fully.
· Specialists disinterested in older people, recent publication data.
· Lack of dignity and respect for older people who rely on carers.
· Patronising older patients
· Can’t challenge, not in a position to negotiate.
· Jargon – exclusive language
· People don’t want to be a bother. ‘ don’t want to make a fuss’ 
· Media opinion such as,’ why waste money on him he’s had a good innings’ affects the confidence to ask for equal treatment options.
· Worry what to tell the children 
· Doesn’t know how to talk about the impact of cancer on the family
· Not understanding what is said but not wanting to ask for explanation
·  Genetic implications , don’t want to tell family
· Worried won’t be able to continue responsibilities, lose independence.
·  The honest prognosis. To know or not to know.
· Second opinion. How to access
· Questioning the treatment. 
· Unsure if should have a family discussion around  what they want
· Worried that they become a burden on the family 
· Wants to be left ‘ in peace’ 
· Despite nursing need wants to die at home. Fact: 70% of cancer patients want to die in own home. 











Financial aspects around the impact of cancer for an older person


· What financial support is there for patient / family/ carer 
· Travel to treatment - will local authority fund ‘ appropriate’ transport ?
· Will  family have to care for older person & be responsible financially for their care?
· Do they make a will? Do they get their  ‘ affairs in order’ ?
· If they are going to die, and their wish is to stay at home, against recommendations , will there be financial support.
· How much financial support is the family expected to provide?
· Are prescriptions free? 
· Are complementary therapies funded and  available
· Is travel insurance affected by cancer diagnosis ?
·  Any financial implications on pension payments ?
· Can the treatment be done at home instead of hospital & funded fully?
· If  assessed as eligible  for funding how is the money managed?
· Eligibility  to claim any benefits and which ones?
· Fact: 45% of household budget to fund hospital visits for 20 -40 consecutive treatments. 




















Social aspects around the impact of cancer for an older person

·  People with learning difficulties, dementia or language barriers have additional  needs around social skills
· Coping with effects of drugs when in public places
· Reduced access to independent services /advocates for marginalised groups, such as older people.
· Need to make lifestyle changes
· Effects of treatment on day to day life, drugs etc 
· Impact of treatments leading to disfigurement 
· Dealing with side effects, Hair loss etc
·  Accessing spiritual and / or psychological support 
· Identifying & attending appropriate support groups
· Limitations on driving /travel/ holidays etc. 
· Lack of energy to socialise, withdrawing & becoming isolated. 
· May have lived independently and refuses any contact with support services
· May view people & services as ‘ interfering ‘ & does not engage in medical tests/ treatment 



















Flow Chart of the Cancer Journey
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Further Reading :    
 
Macmillan Older People's Project pilot sites 

In May 2011, the five Cancer Networks below began to pilot improved cancer treatment, assessment and support for people over 70. Each pilot site is testing new methods of assessment for older people with cancer and ...
http://www.macmillan.org.uk/Aboutus/Healthprofessionals/Improvingservicesforolderpeople 

Improving cancer treatment, assessment and support for older people - Macmillan Cancer ... 
Macmillan is working in partnership with the Department of Health and Age UK on a project to address under treatment of older people with cancer.
http://www.macmillan.org.uk/Aboutus/Healthprofessionals/Improvingservicesforolderpeople

New scheme to tackle cancer survival rates among older people 
Co-funded by the Department of Health and supported by Age UK, Macmillan have today launched a pilot programme to target the gap in cancer survival rates and reduce excess deaths in older people.
http://www.macmillan.org.uk/Aboutus/News/Latest_News/Newschemetotacklecancersurvey

Older people and cancer treatments - Cancer Information 
Cancer treatment for older patients includes surgery, radiotherapy and chemotherapy
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Treatment issues for older people with cancer - Cancer Information - Macmillan Cancer ... 
Issues raised by older cancer patients include the cost of treatment and consenting to have treatment
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Cancer and older people references - Cancer Information 
Sources of the information in the cancer and older people section
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Practical help and support for older people with cancer - Cancer Information - Macmillan .. 
Includes information about transport and financial issues for older people with cancer
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Cancer and older people - Cancer Information 
People are living longer than before but there may be other issues to take into account when you're older and diagnosed with cancer
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Caring and cancer for older people - Cancer Information 
Provides information for if you are a carer who has been diagnosed with cancer yourself, or you are a carer for someone with cancer
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical

Common cancer myths - Cancer Information 
Information for older people with cancer on common cancer myths
http://www.macmillan.org.uk/Cancerinformation/Livingwithandaftercancer/Practical








What is Advocacy?



Advocacy is all about listening to a person and then supporting them to take control and
have their voice heard. 

Advocacy is a way of empowering people to:

*  articulate their views, wishes and feelings either themselves or through a
competent and independent voice,

* safeguard their rights,

* ensure that services are accessible and appropriate, and identify gaps in service
provision,

* ensure that the voice of the person is heard, and influences decisions made
about him by those in a position of power.

In doing so, people can :

· express choice
· develop the confidence to express dissatisfaction 
· receive & understand information
· avoid exclusion
· regain/ take back power

Independent Advocacy is concerned with working from a person centred perspective.
The person is always in control of the advocacy process, including terminating it. 



















An independent advocate will:

    *  always plan from the person’s definition of the problem

    * always work towards an acceptable outcome for the person

    *  provide information to enable the person to make an informed decision

    *  help the person to explore their options, and the potential outcomes of
          particular courses of action, without bias
    *  recognises the person as having the most specialised knowledge of their life, view’s, wishes and feelings


An independent advocate does not:  -

*  seek to influence the person’s decisions, or persuade them to take /not take, a particular course of action. 

* take a view of the best interests of the person, or take a view of the best interests of any third parties, (service providers, carers etc.,)

 * counsel, advise or mediate

 * withhold information from a person

* make decisions on behalf of a person without checking out with them what they want to happen.

















Role of the Independent Advocate

 Here we explore the role of the advocate and what tasks that role includes to empower the people they are working with.
 
1. Representing individuals who may find it
difficult to speak up for themselves
If, for whatever reason, the individual does not want to (or cannot) self advocate, the advocate will represent the views of the person at formal & informal meetings, reviews, telephone contact or in writing. A practical helper.

2.Accessing information which an individual can use and understand
A large part of the advocacy role is accessing information for the person they are advocating with. This can include information on legislation, rights, services, options, resources and the availability/role of other agencies.
Accessing information also includes explaining complex information and
 de jargonising content, particularly in health settings where material may include complicated information on medication or treatment options and in social service settings where a lot of jargon is used.

3.Exploring choices and potential consequences
An advocate will often discuss options with the person they are supporting and provide  information to enable the individual to make decisions and choices.
Advocates support individuals to identify what choices are preferred and what the potential consequences are of such choices. Advocates use a number of different strategies and tools to find out what is important to the person and what they want to achieve.
Advocates will need to be aware that different choices exist for different people and must remember that individual preferences, values and beliefs will exert tremendous influence on the potential consequences. In other words, what is understood as negative for one person (refusing treatment ) may be a positive consequence for someone else.

4.Helping individuals to be included in decisions
that affect them
Advocates ultimately support individuals to be involved in decisions which affect them and do this through increasing the individuals power (through information and confidence) and by supporting professionals to take seriously what the individual is saying and wants to happen.

5. Challenging decisions
An advocate will challenge decisions wherever the person feels the decision made is not right for them. Good advocacy challenges decisions in non-confrontational ways and seek an acceptable outcome for the person






Advocacy Principles 


Everyone has a right to be treated as an individual
Advocacy believes that is essential that people are recognised and valued for who they are and not what need they have or group they belong to.

Everyone, no matter what has happened, has basic fundamental rights
Advocacy views people as right holders and are entitled to enjoy basic rights
including respect, freedom, equality and privacy.

Everyone should be able to make choices
Advocacy promotes the right to access to a range of options and information, and the freedom to make decisions about our own life.

Everyone should be able to experience independence
Advocacy believes that is it important that people are in control of their own life, can make choices and decisions and have the opportunity and support when necessary.

Everyone should be treated with dignity and respect
Advocacy believes that people should be valued, respected, and treated in ways that uphold rights and uniqueness as individuals.

Everyone should have equal opportunities
Advocacy believes that all people should have access to the same life chances and support should be provided to protect this. 





These can be summarised into 4 key principles which underpin the work of advocacy services:

· Independence
· Being Client led
· Confidentiality
· Empowerment 













Independence - It is important that advocacy services are independent from service providers. This  allows the service to promote the wishes and feelings of the client without being restricted by conflicts of interests.


Being Client led - It is very important that advocates do not take a view of what they feel is in the best interests of the client they are advocating with. What the advocate’s personal view about the course of action the client should take is irrelevant and must never be used to influence the client’s choice. It is part of the advocate’s role to help clients explore their options and look at potential outcomes from any particular course of action, but advocates must do this without direct or indirect persuasion. Instead, the advocate must respect and support the client’s final choice.

The client will have other people in their lives whose role is to make decisions based on their best interests. The advocate is there to ensure that the client’s wishes, views and feelings – whatever others may think of them – genuinely form part of the decision making process. The client has a right to have their voice heard and their views respectfully taken into account, whatever they are.

Confidentiality - Confidentiality means that advocates can provide a safe space for people to work out what they want. Many people who use advocacy do so precisely because they want confidential support.
This means that except in cases of immediate and severe risk to the client or others the advocate  would not breach a client’s confidentiality by reporting concerns.


Empowerment - An essential principle which underpins any advocacy work is that of empowerment. It is concerned with supporting clients to gain control over their lives and decisions that are made about them. This increases their self esteem and confidence thereby giving them a sense of their own ability to resolve difficulties and challenges.
Clients who feel empowered by the advocacy process tell us that it makes an enormous difference to their lives, that they no longer feel that they have to accept whatever happens to them, and that even if their wishes are not always met, the process of being genuinely and meaningfully consulted enables them to feel more able to move forward.








Case Study Colin –part 1

Profile :
Colin is 86 years old ,male and a widower. Colin lives at home alone, he does have family .They are all in Australia and he is not in contact with them. Most of Colin’s friends have passed away.  Colin has Prostate cancer.


Colin has attended an appointment at the hospital where he was diagnosed with Prostate cancer. On leaving the hospital with this news Colin was given a leaflet with a telephone number for MacMillian support line.

 Colin phones the support line but tells them he can’t remember why the nurse at the hospital suggested he call. Colin goes onto tell the support line staff that he has cancer but didn’t hear what the consultant said was going to happen about it. Colin said he didn’t know what to say or what he should ask the doctor as he was confused. 

Colin said he has been thinking about it since he returned home yesterday and is worried because he thinks the doctor may have said he must go into hospital. Colin said he is afraid that if the hospital take him away they won’t let him return back home. He doesn’t want to be put in a home. He tells the support line he wants to continue living at home &  look after his cat ‘Sid’



Q: What are the issues here that Independent Advocacy could support Colin with ?


Note: It is acknowledged that MSI have competency, skills & knowledge to provide much of the support for the issues identified here. However, Advocates have a particularly important role to play in complimenting the MSI team. Advocates meet on a face to face basis, working at a pace & understanding appropriate to the individual. This is particularly relevant for this client group , older people, who often have specific communication needs – hearing/ sight impairments for example. Advocates have specialist communication skills & pick up on non verbal cues, behaviours including daily physical needs as well as attitudes & beliefs. These can all impact on the older person’s ability to participate in any meaningful way. An advocate has the capacity to give the older person time. Time to understand & time to consider options and in doing so support the individual prepare a cancer pathway plan which is led by the older person’s wishes & feelings around the things that are important to them which is not always what other family, carer & professionals may be recommending.







Case Study Colin –part 2



· Colin does not understand his cancer diagnosis  - an  advocate can obtain the information from MacMillian in a format appropriate to Colin’s needs & meet to explain the information in an approach & at a pace to ensure Colin understands.  

· Colin may have sensory impairments – an advocate can support Colin to explore & establish any need, for example with hearing. 


· Colin did not know what to say or ask the consultant – an advocate can formulate key questions around what Colin wants to know. An advocate can accompany Colin to any meetings to disseminate any jargon and ensure information is received in a way for Colin to fully understand.


· Colin could not remember or did not have information or understanding around treatment options, including admission to hospital. An advocate can facilitate this, gathering information and giving Colin the time to consider & reflect on the potential consequences to make an informed choice. The advocate will be providing a confidential, client led supporting partnership acting on Colin’s wishes & feelings and not Colin’s  best interests which the Medical professionals may be recommending . 

· Colin does not want to go into a residential home, he wants to live at home with his cat – an advocate can fully explore any needs around aftercare support , representing Colin to have his voice heard. An advocate can support Colin to look at care packages to enable Colin to remain in his own home with  his cat.

· Colin has identified Sid the cat in a way which would indicate there’s a very important partnership between Colin and his cat. An advocate would acknowledge this & ensure any plans involving Sid were discussed & agreed with Colin to reassure him. 



      






Who needs advocacy?


For most people, making our own decisions and choices, is a matter of some
considerable importance. Being part of decision making processes is not only a route where self identity is expressed but it is an important aspect of personal freedom.

However a number of barriers can prevent people from actively taking part in
decisions which affect their lives and can affect an individual’s ability to speak up for themselves.

This is relevant to your role at macmillan as older people are likely to benefit from the support of an independent advocate as this is one group of people that have been identified as receiving a lesser cancer care service than others due to inequalities, prejudice and vulnerability,



 Emotional barriers


Emotional barriers affect the way we feel about something and can prevent an
individual from speaking up. Emotional barriers can include:

• Feeling guilty about something that has happened. 
• Feeling ashamed or embarrassed because the issue a person wants
help with is very sensitive or personal. 
• Believing their view will conflict with other people in their lives who are
important to them and they do not want to cause upset. 
• Not having the confidence or self esteem to speak up, perhaps
because of lack of previous experience or knowledge, or just being shy.
• Fearing potential repercussion. Many people who complain for
instance, feel they are penalised or labelled a trouble maker.
Commenting on, or complaining about the support received, may be
particularly difficult because of the reliance on the same people, and a
fear that those services may be withdrawn.













Physical barriers

Physical barriers are tangible obstacles that are present which inhibit a person’s ability to speak up. They can include;

• Not being able to use complaint procedures because they
are inaccessible or too difficult to understand.
• The side effects of medication or treatment can often leave people
 not able to think clearly.
• Control of other people such as those who provide care or those who
are more dominant.
• A lack of access to appropriate and relevant information. Not
understanding what you are entitled to, what your rights are, who to
speak to or the choices available prevent people from making informed
choices.
• Not being able to communicate in ways that others understand. Older people with sensory impairments / physical difficulties  are often misunderstood or ignored..
• Lack of independence and confidentiality. A person may not seek help
and support if they feel unable to discuss it with anyone around them,
especially when there is a lack of trust and faith in others.





Attitudinal barriers
Attitudinal barriers exist in how we think about things. The
attitudes of people in positions of power can greatly affect the involvement of
individuals. 
Example of attitudinal barriers can include:

• People view the person as incapable of forming views (children, older
people, people with learning disabilities, people with mental health
needs and people who use non – verbal communication are often at
risk of being of being ‘overlooked’)














Case Study Stan

   Stan is an older cancer patient . Stan attended an appointment with his consultant where the consultant just opened Stan’s file and said he had aggressive prostate cancer. Stan didn’t ask any questions, the consultant didn’t offer any information. Stan returned home. Stan and his carers lack knowledge regarding follow-up care. Stan feels he lacks the language to ask appropriate questions, he and his carers are unaware of his entitlements, Stan tells his carers he is frightened and distressed. Stan also told his carers that old people are past being useful and are taking resource from the government that could be spent elsewhere. 

What are the barriers which prevent Stan from speaking up?

1) Physical barriers










2) Emotional barriers 









3) Attitudinal barriers









Different Types of Advocacy


Citizen Advocacy
In the late 1950s and early 1960s an increasing awareness of rights and the way society treated people who needed services, led to the development of citizen advocacy.  In 1966 Wolfensberger introduced the first citizen advocacy scheme in America.  The first citizen advocacy organisation in the UK was established in 1979 in London.  

Citizen advocacy is the traditional view of advocacy, usually long term one to one support, often with a volunteer advocate.

As with all advocacy relationships, this partnership needs to be issue based, to ensure it remains a professional relationship and that it does not become a friendship.

Self Advocacy
The most effective form of advocacy is in supporting people to speak up for themselves.  In supporting people to self advocate we ensure they develop their own skills and we empower people to have a greater say in the decision making process and to remain in control of their own lives.

Advocacy is a skill which needs to be learned and developed. Even a very experienced and skilled advocate often finds it difficult to self advocate.  Sometimes just giving a person the information they need is enough to empower them to be able to self advocate.

Peer Advocacy
Peer advocacy is where one person who has been affected by the same, or a similar issue, supports another person to deal with their issue.

The peer advocate must be able to accept that everyone experiences things differently and so must not share their own feelings, just their experience of how to deal with the issue.

Legal Advocacy
A legal advocate often gives advice on which course of action the person should take.  This could be as a formal representative at a benefits tribunal, as a trades union representative or, in some countries an advocate is a lawyer, or solicitor, so would represent in a court of law.


Group Advocacy
This is a group of people who all share the same issue or opinions and provide mutual support to each other.  They may have a facilitator to support, but not lead, the group. 

Groups often feel that they have strength in their numbers and that they can combine their knowledge and skills to work towards a better outcome.

Visiting Advocacy
When an advocate regularly visits a residential home, a day centre or a hospital, it is referred to as visiting advocacy.

This form of advocacy allows people to become familiar with the advocate before they approach them for support.

Instructed Professional Advocacy, usually 1:1
This is where the person is able to tell the advocate what they want and to make decisions about which course of action they want to follow.  The advocate only does what the person instructs them to do, or says what the person wants them to say. 
One to one advocacy refers to the support given by one person – the advocate – to another – the service user and is usually provided by independent organisations with knowledge of different agencies within the legal, health or welfare systems. One to one advocacy – also known as issue based or task centred advocacy – involves advocates who use their skills and expertise to represent another person's interests or assist that person to get their point across more effectively.
Within one to one advocacy an advocate stands beside the person they are
supporting and focuses on seeing things from that person’s perspective. The
advocate is not there to represent o represent their own views but to represents the person’s interests as if they were their own. .


Non-Instructed Advocacy
Non-instructed advocacy is used when the person does not have the capacity to tell the advocate what they want, or to make decisions for themselves.  This may be due to the severity of their illness or disability, because they are unconscious, or due to the use of drugs or alcohol.

Wherever possible the non-instructed advocate will always try to delay any decision making until the person has regained capacity.  However where this is not possible they will:

· talk to people who know the person, 
· access medical or social care notes, 
· look at any person centred plans, or advance directives 

They will then try to ascertain what the person would have wanted if they were to make the decision for themselves.  If none of this is possible the advocate will make recommendations based on the person’s best interests.








Training Evaluation

				      Totally			       Totally						      disagree                                  agree

I have found the course interesting		1	2	3	4	5
and productive



The course has met my expectations		1	2	3	4	5
We are interested in your comments



I felt able and encouraged to contribute	1	2	3	4	5
We are interested in your comments



I am satisfied with how the course 		1	2	3	4	5
has been run
We are interested in your comments

___________________________________________________________________

I would recommend this course to others	1	2	3	4	5
We are interested in your comments

____________________________________________________________
Please advise on any areas which you think can been improved





What elements of the course did you particularly find useful or enjoy?



___________________________________________________________________


Please comment on the quality of the teaching or tutor support:





Advocate’s Case Study Template

Profile of Older person affected by Cancer :







Overview of situation :











What are the issues which would be appropriate for advocacy support?











How can advocacy support with the issues identified ?










What support / specialist services have you identified?
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