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It’s not so much
like this.

It’s a bit more
like this.

Nothing about us - without us

A Training Pack for Representatives 

of East Lothian Community Care Forum

Introduction

Some of the most vulnerable people in society are helped
by health and community care services - so it’s only right in our
democracy that they have a say as to how these services can
best meet their needs - in fact it’s the law!

Ever since it was set up in 1999, East Lothian Community Care
Forum has encouraged service users, carers and the public to
do just that - have a say. 

It’s important that those who run the services hear of the
experiences of the users. That way policy can be developed and
everyone benefits. 

But how to get the message through?

Well, you’ve been brave enough to pick up this pack, so you’re
ready to speak up. Nothing to be frightened off, keep going and
we’ll lead you through.
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How it all fits together

Health and Social Care integtrated
joint board

The flow of

information follows

the trail of biscuit

crumbs!

Just milk in mine, thanks...

Views from communities

Health and social care Reference groups
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Part One:

Health and Social care

Health and social care services in Scotland are particularly

aimed at key groups of people who need support. These are:

* Older people

* People with physical and sensory disabilities

* People who are mentally ill or have dementia

* People with learning disabilities

* People with HIV/Aids

* People with drug or alcohol problems

* People with brain injuries

* Carers

Health and social care services aim to enable

people to stay in their own homes, and give

people choice and control over their lives. 

The Scottish Government Health Department

wants people to receive speedy, responsive, high

quality services from health, social work, and

housing, to:

* Improve health

* Improve wellbeing

* Improve social inclusion

* Improve independence and responsibility

The 1990 Act states:

“Any service being provided in the home, which appear to the

local authority to be necessary to the purpose of enabling a

person to maintain an independent existence as is practicable

in his [her] home.”

(NHS and Community Care Act 1990 s.66(1) Sched 9 para.
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Who provides our health and social care
Services?

Health and social care services are provided jointly by:

East Lothian Health and Social Care Partnership

The integration of health and social care is the Scottish
Government's programme to improve care and support for people
who use health and social care services. It will make sure they are
listened to, involved and take part in decisions about their care
and how it is delivered.

The Partnership, on the Health side provides all the health

services in East Lothian including community health services,

hospitals services, dentristy, pharmacy etc.

The Partnership on the The Council side provides services

which are usually arranged through a social worker or

occupational therapist. 

Community Care Services include domiciliary services such as

meals-on-wheels, home helps, personal care, and equipment to

aid daily living, and services outwith the home, such as day

centres and residential care, including respite. The Council may

buy in care from private providers with grants or practical

assistance e.g., with transport.

Appropriate housing is also important to help

people live independently. Occupational

therapists advise about how a home can be

adapted. There are also supported employment

services.
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Part Two:

Public Involvement

The Law states that people who use services and their carers

should have a say about how services are planned and delivered. 

About service user and carer involvement

People who use services, and their carers, have a special and

important knowledge because they have experience of living with

an illness or impairment, of using services, or providing care for a

loved one.

First hand experience is very valuable to make services better and

more helpful for people who need them. A lot of people need

services, so it’s important for everyone that the money is spent in

the most effective and fair way. 

East Lothian Community Care Forum regularly gather views

on the care and support people need and the challenges people

living with a disability or long term condition face.

Representatives analyse and produce regular reports from the

data gathered to present at joint planning group meetings.  These

reports reflect local need and will hopefully influence planning and

service delivery.
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Part Three: 

What it is to be a Representative

A representative is someone who has volunteered to work with

East Lothian Community Care Forum to speak behalf of service users

at Reference Group meetings and sometimes other events. 

You are at a Reference Group to advise, influence and monitor

decision making. 

In East Lothian, there are different Reference Groups set up to

enable people who use services to influence how services are planned

and delivered. 

The part you play in the work of East Lothian

Community Care Forum

We believe that experiences and views from people who use

services can influence and help improve health and community care

services. 

It’s the job of the representatives to take the views expressed  and

present them to Reference Group meetings. 

Reference Groups should see the the

representatives as part of their team and use

the experience and stories they bring to the

table to help shape their plans. 

“Hello! I’m  a community

representative”
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What your responsibilities are

* Attend meetings regularly.

* Give a clear and accurate summary of people’s views at

Joint Planning Groups with views expressed through the

Community Care Forum.

* Speak up confidently and thoughtfully at meetings.

* Keep track of discussions by taking notes to discuss at

representative meetings.

Views
Joint

Planning
Group

Other people’s responsibilities to you

ELCCF  staff are responsible for supporting you and gathering

views for you to take to the joint planning groups.  

ELCCF staff will give you support, guidance, training and will see

that your expenses are reimbursed e.g. bus fares.

Other members of the Reference Group are expected to:

* Make you feel welcome.

* Treat you with respect. 

* Listen to you and ask questions to understand what you

have said.

* Help you understand the issues they talk about.

* Include you in the discussion. 

* You may need to spend 2 hours a month with ELCCF staff

or on your own to prepare for meetings.
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Skills you need to have and develop

Being a representative is not an easy job, but it is an

important one with certain responsibilities.  

Reference Groups can be daunting at first, and you may not

have all the skills you need when you first start. 

The Community Care Forum provides training and mentoring

that will give you a chance to think and talk about what

happens at Reference Groups with other representatives. 

The course will help you develop skills you need to be a

good representative:

* Reading and understanding papers.

* Taking short notes to remind you of what happened

at meetings.

*  Thinking carefully about what’s being said.

*  Speaking up at meetings.

* Asking questions when you’re

unsure about what’s being said.

* Challenging people firmly but

respectfully when you disagree.

* Meeting regularly with

representatives from other planning

groups to analyse and present the

data collected.

* Using your notes.

* Staying calm!



How’s your timing?:

The time you need to give varies quite a lot but on average:

* Representatives meetings will happen about every three

months for about three hours.

* Reference Groups meet for two hours every month or six

weeks.

* Training sessions will be run as and when required.

How to claim expenses

Sometimes representatives need transport or a carer to be able to

get to meetings. ELCCF staff can refund you any reasonable cost you

have in getting to meetings. 

Please ask for and keep all receipts or bus tickets to give to ELCCF

staff - they need to keep these for their petty cash records.
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Part Four:

meetings

Being a representative is a very rewarding job but it can
take up quite a bit of time. As you’re the community
representative on the Reference Group: 

* You will be asked to attend regular Reference Group

meetings and some Community Care Forum meetings.

Meetings last about 2 hours.

* You will need to read planning and policy documents before

the meetings.

* You will need to take notes so you can feed back on the

meetings you attend.

Joint Planning Group meetings - handy hints

* Reference Group meetings are usually informal and

friendly.

* You are there as a matter of right.

* At the start of the meeting there are usually introductions to

give you a chance to say who you are and find out who

other partners are and who they represent.

* Listen to whether people “speak through” the person

chairing the meeting.

* Note down any questions you may wish to raise under

Matters Arising from the previous minutes (i.e. to get

information only, not to express your point of view).

* It’s important that you speak beyond your own experience

and raise issues from independent consultation reports.

It’s about

time …
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* It’s important to say if you need to check back with

members from your group or community.

* It’s important to take your own notes to feed back at

the representatives quarterly meeting.

* There should be comfort breaks planned in to a

meeting. But once the business gets going, it’s easy for

members to forget, so do remember to ask - you’re

perfectly entitled.

* You may be asked to carry out certain tasks. You don’t

have to accept, and be wary of taking on more than

you can do.

*  Check with the other representatives or staff about

any tasks you have been asked to do and whether they

are appropriate.

Things to do after the meeting

* Meetings are hard work, especially at the beginning, so

give yourself time to wind down.

* Arrange to talk over how the meeting went with someone.

* Plan what you’re going to feed back to the next forum

meeting.

* Plan for any task you have agreed to do.



Nothing about us - without us   14

Feeding back

The kind of issues you will need to feed back will include:

* Factual information.

* Areas where the views of service users are sought.

* Information about matters that users might want to

state their views.

* How the meeting went, and your own perspective of

the Reference Group.

Now you’ve seen what’s expected of a

representative, it’s time to consider:

* Will I be able to go?

* Am I well enough?

* Can I fit it in with all my other commitments?

* Am I able to give up the time required to be a representative?

* Am I able to reach out beyond my own experience and to

think and speak in more general terms?
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Part Five:  

What are Reference Groups, and
how do they work?

Reference Groups are where all stakeholders can be represented

to influence health and social care plans. 

Stakeholders are communities of interest that are involved either

as a user, carer or someone who provides health and social care

services.  The Reference groups are organised and run by the East

Lothian Health and Social Care Partnership.

The job of a Reference Group is to make sure the views of all

stakeholders are represented when planning services.

In order to do this they have to consult with Service Users,
Carers, 3rd sector organisations, and the independent sector
organisations.
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Service User

Reference Groups

Carer

Independent

sector

Health and
social care
partnership 

3rd sector

East Lothian Heath and Social Care
Partnership planning structure

Integrated Joint Board (IJB)

Strategic Planning Group

Change Boards

IJBs are responsible for the planning, resourcing and
operational oversight of health and social care services
which are to be integrated under Health and Social Care
Partnerships (HSCPs). 

The Strategic Planning group’s function is to produce a strategic
plan for how all health and social care services will be delivered
in East Lothian

Change Boards oversee the development of
specific parts of the strategic plan.

Reference Groups involve all stakeholders in the
development of the work of the Change Boards.
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Writing a strategy or plan

A strategy or plan will show:

* What kind of services are needed, and how they 
complement each other. 

* The money available.

* That services shown in the strategy are what the 
people of East Lothian need and want.

What drives a strategy?

Planning sounds easy, but actually it’s very complex.  Each
local strategy has to fit in with legislation and policies from the
Scottish Government.  

This is very sensible as it means that everyone in Scotland gets
similar services regardless of where they live.  

However, it doesn’t always fit in with what local people say they
want and can cause tension.  

It’s the job of planners
to find a compromise
between meeting the
needs of local people
and making sure that
wherever you go in
Scotland you will find
similar standards of service.

Mapping Services and Assessing Need

An important part of making a strategy is to map out all the
services that currently exist and identify any services that are
not there and should be. 
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Financing a strategy

All heath and social care services are financed jointly by
Health and the Local Authority.

It’s sometimes difficult to decide who is
paying for what, since there’s always a
problem in finding enough money to
meet the increasing need. 

Service user and Carer Involvement in the
Planning Group

It can be scary to sit at a planning group, but our planning
partners make us feel very welcome and help us grasp the
issues being discussed. 

It’s very important to have service user involvement because:

*  Representatives speak out
about local issues.

* They can influence the
decisions made at the
planning table, ensure that
decision making is open and
is guided by what local
people say.
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Reference Group Rules

Each Reference Group has agreed ground rules for how they

will work.

* All Reference Groups should set a calendar of meetings for

the year, agreed by all members.  

* Members should give priority to

attending Reference Groups wherever

possible.  

* Reference Group meetings are

scheduled to last for at least 2 hours.  

* Refreshments should be available to

members, and scheduled breaks

should be arranged as necessary. 

* Reference Groups should meet in places that are accessible

to all members.

* The agenda for Reference Group meetings should be

developed in consultation with all members of the group.     

* Reference Group papers for meetings should reach

members at least 7 days before all scheduled meetings. 

* Minutes of Reference Group meetings should be circulated

to members within 2 weeks of the meeting and should be

accompanied by an Action Plan.

* Meetings should only be cancelled with the approval of a

majority of members of the group.    
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Conduct of Reference Group Meetings 

* Papers should not be tabled at Planning Group

meetings, unless this is absolutely unavoidable.  

* Information should be presented in a form accessible to

all members – where the use of jargon is unavoidable,

members should explain what terms mean. 

* Agendas should be organised and managed to allow

users and carers to participate fully in the meeting.

* Referene Groups should develop a work plan/action plan

and should review progress on the work plan regularly.
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Part Six:

Community Engagement

It’s not easy for community voices to be heard! 

The Government recognised this and worked with communities to
create some ground rules for community engagement. 

The National Standards for Community Engagement have been
adopted by East Lothian Council. There are ten standards that we all
need to work towards (see Appendix).

ELCCF Community Engagement Standards

Meanwhile, ELCCF has created its own working version of

the standards for community engagement.

Support to overcome barriers to participation:

* the building is accessible
* notice of meeting in plenty of time
* papers received in plenty of time

Help develop skills and knowledge of participants:

* support to understand
* plain English – no jargon
* everyone has the same information

Be clear and transparent about process of planning:

* a clear picture of needs
* tell us what money is available
* a clear plan 
* actions needed to make the plan work 
* timescales

Working together:

* see us as part of your team

* learn from our experiences.
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Appendix

National Standards for Community Engagement

1.  INVOLVEMENT: We will identify and involve the people and

organisations who have an interest in the focus of the

engagement

2.  SUPPORT: We will identify and overcome any barriers to

involvement.

3.  PLANNING: We will gather evidence of the needs and 

available resources and use this evidence to agree the purpose,

scope and timescale of the engagement and the actions to be

taken.

4.  METHODS: We will agree and use methods of engagement that

are fit for purpose.

5.  WORKING TOGETHER: We will agree and use clear procedures

that enable the participants to work with one another effectively

and efficiently.

6.  SHARING INFORMATION: We will ensure that necessary

information is communicated between the participants.

7.  WORKING WITH OTHERS: We will work effectively with others

with an interest in the engagement.

8.  IMPROVEMENT: We will develop actively the skills, knowledge

and confidence of all the participants.

9.  FEEDBACK: We will feed back the results of the engagement to

the wider community and agencies affected.

10. MONITORING and EVALUATION: We will monitor and evaluate

whether the engagement achieves its purposes and meets the

national standards for community engagement.
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How to prepare for meetings …

If you have an item that needs discussion at the next meeting, let

the chair and secretary know in good time before the agenda and

minutes are sent out.

When you receive your papers, set aside time to:

* Check the minutes of the previous meeting for errors or

omissions (use your own notes from the meeting to do this).

* Check that you have completed tasks delegated to you at the

last meeting.

* Note down any questions you may wish to raise under Matters

Arising from the Previous Minutes (i.e. to obtain information

only, not to express your point of view).

* Look at the agenda and note down any points you wish to make

or questions that you want to ask.

* Read any other papers such as reports that are enclosed. Ask

ELCCF if you would like help to understand the papers.

* Make sure you find out any information, facts, figures, etc., you

may need to make a more substantial contribution to an item

on the agenda.

* If you’re unable to attend a meeting or will be late, please let

the person organising the meeting know in advance.

* Organise your papers so that you will be able to find them

easily. Take your papers, notepad and pen with you to the

meeting . 

* Wear something you’re comfortable

and confident in.  


