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This is a unique publication for parents who are
already involved, or wish to be involved, in influencing
services for disabled children. It gives ideas to help
parents make good use of their time and energies.

A great deal of recent legislation and guidance on
health, education, social care and the early years
mentions the need for user participation. Increasingly
professionals are involving parents in influencing
services because they realise that parent participation
benefits everyone and leads to more cost effective
services.

However, it is a challenge for professionals to find
effective ways of working with parents which makes
the best use of parents’ knowledge and insights while
supporting them in the process. There are also
challenges for parents in acquiring the skills and
confidence they need to make the best of these
opportunities. The guide will help parents address
those challenges.

This guide complements another which has been
written for professionals. The professionals’ guide
covers the key principles involved in successful
participation. It is very practical in approach, detailing
methods and good practice, all illustrated by many
real life examples.

Both guides draw on work carried out by Contact a
Family and the Council for Disabled Children with
hundreds of parents and professionals in workshops
and a variety of forums. They are underpinned by the
experience of willing parents and professionals who
work hard to make participation a reality.

Copies of both guides are available from Contact a
Family, 209–211 City Road, London EC1V 1JN.

This parents’ guide is free of charge for parents.
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Additional resources on

participation also available

from Contact a Family:

• Making a Difference: the

NSF and parents of

disabled children is a guide

for individual parents to

help them make sense of

the children’s National

Service Framework (2005) 

• Making a Difference: how

parent groups can use the

Children’s NSF to influence

local services provides

parents groups with the

practical information they

need to change services

in their area (2005) 

• Parent Participation:

examples in health settings

gives practical examples

of how parents’

experience and expertise

has already been used to

influence the way health

services are provided in

different settings across

the UK (2005) 
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Contact a Family was founded in 1979. It is a UK wide voluntary organisation providing
support advice and information to families with a disabled child across the UK. Contact a
Family provides this help regardless of the medical condition of the child, including the most
rare.

Contact a Family’s main aim is to empower parents of disabled children to obtain the best
possible care for their children and families.

Its objectives are:
� to provide information to families on any disability and any aspect of caring for a disabled

child
� to foster parent mutual support groups and parent networks at national, regional and local

level
� to link families together whose child has a rare condition where there is no existing group
� to publish and disseminate useful information for parents and for the professionals who

work with them
� to raise awareness of families’ needs and press for improved services based on parents’

experiences 

The charity has offices in Wales, Scotland and Northern Ireland, as well as regional offices in
England and local offices in parts of London. A network of volunteer Local Area Reps, all of
whom are parents, provide information in local areas.

There is a national freephone helpline on 0808 808 3555 (10am-4pm, Monday to Friday).
The service is free and confidential. Textphone users should dial 0808 808 3556. E-mail
enquiries can be sent to helpline@cafamily.org.uk or write to 209-211 City Road, London,
EC1V 1JN.

The Council for Disabled Children (formerly the Voluntary Council for Handicapped Children)
was established in 1974. It is an independently elected, multidisciplinary consortium
operating under the aegis of the National Children’s Bureau.

The Council for Disabled Children (CDC) promotes collaborative work and partnership
between various agencies, parents and children, and provides a national forum for the
discussion, development and dissemination of a wide range of policy and practice issues
relating to service provision and support for children and young people with disabilities and
special educational needs. 

CDC’s broad-based membership and our contacts with an extensive network of individuals
and agencies, both large and small, national and local, gives us a unique overview of current
issues and assists us in promoting quality services and support for children and their
families.

CDC aims to:
� raise awareness of the needs of disabled children and their families;
� contribute to the development of policy and practice in central and local government;
� promote the participation of disabled children and their families in all decision making

about their lives; and
� provide an independent national forum for the discussion and resolution of issues relating

to children and disability.

The specific objectives of CDC include:
� identifying and disseminating information on current policy and practice, research and

training;
� advising and working with government and local authority departments, health authorities

and NHS trusts, schools and voluntary organisations;
� responding to new directions in the development of services and legislation; and
� advising on gaps and overlaps in service provision and encouraging inter-agency working.
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5Parents of disabled children and young people care passionately about the
services they receive. Parents have strong views on the services they get;
whether agencies are working together and most of all whether the needs
of their child are truly being met.

All services are now expected to consult with parents and involve them in
planning and development. But the concept of ‘parent participation’ means
different things to different people. How do we ensure that parent
participation is effective and meaningful for parents? This guide has been
produced by Contact a Family and the Council for Disabled Children to
address these issues and to help and support the many parents and
professionals who want to work together to improve services.

There is mounting evidence to support parent participation as a successful
way of providing better services. Evidence also shows that parents who
are involved in planning and developing services are more contented and
empowered parents.

The guide offers an array of practical examples and suggestions to help
professionals and parents become effective participators. It also offers an
opportunity to welcome and reflect on a changing culture within public
services that now places such importance on the input of service users.

Inviting parents to participate in the planning and delivery of services
poses many challenges for us as professionals. Yet it is only through
working with parents that we understand how to deliver the services they
need. Parents observe and experience the system at close quarters and
their knowledge and expertise is unique.

We believe that good participation leads to empowered parents,
empowered children and empowered services. This is undoubtedly a win-
win situation for disabled children, their families and the professionals who
work with them – what more could we want?

Francine Bates, Chief Executive, Contact a Family

Christine Lenehan, Director, Council for Disabled Children

foreword



A great deal of recent legislation and guidance on health, education and
social care highlights the need for user participation. This is leading to
some imaginative and cost-effective developments in local services, based
on what works for families.

Increasingly a range of professionals are involving parents in influencing
services. However, it is often a challenge to turn good intentions into
effective practice, and to find ways of working with parents which makes
best use of their knowledge and insight while supporting them in the
process. Successful partnership with parents all too often depends on the
drive and commitment of individual workers, rather than being embedded
in the culture of the organisation.

This guide draws on work carried out by Contact a Family and the Council
for Disabled Children with hundreds of parents and professionals. Staff
from both organisations have helped parents and professionals develop a
constructive dialogue with each other through parents’ forums and
consultation meetings. In addition, we have gathered evidence from parents
and professionals about the principles that underlie effective participation
and the good practice that results. This guide pulls together the knowledge
that has been developed through our work.

This guide is intended for:
� individual parents, who want to find out about how they can play their

part in influencing services
� parent groups, who are frequently called upon for a collective parent

view
� and parents who take on the role of parent representative on working

parties and strategy groups.

It is the second part of a Parent Participation pack. The first part is called
Parent Participation: improving services for disabled children and their families:

Guide for professionals. There may be some overlap between the examples
used in each guide, as the whole pack takes a practical approach, built on
positive examples.

The aims of this guide are to:
� raise awareness of the opportunities for parents to play an active role

in shaping services
� encourage parental participation, by giving examples of parent

initiatives and successful joint working between parents and
professionals
� encourage parent representatives and parent groups to be proactive

in requiring appropriate standards of support and recognition for the
contribution they make.

6
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7What does ‘getting involved’ mean?
As individuals, parents get involved in all sorts of ways. For you, it might be:
� writing a letter to someone with influence – e.g., a service manager,

local or national elected representative
� filling in a questionnaire
� going to a meeting
� telling a professional what you think of

their service
� joining a parent group
� taking on a role at your child’s school
� playing a part in training professionals.

All of these methods are extremely important. On the one hand, you may
be the lone voice making a crucial point that others are thinking but not
expressing. On the other, your voice may well be adding weight to others
who are saying similar things, unknown to you. Individuals can make a
difference.

Is anyone interested in my opinion?
Many parents invest time and effort trying to influence services and they
sometimes wonder, ‘Is it worth it?’. If you’re making your views known to
service providers at any level, then yes, your input is invaluable, even
though it may be difficult to see the results. Change takes time. You are
also part of a growing movement of parents who realise that services will
never fully meet families’ needs if families are not at the heart of planning
and developing them.

1getting involved
as an individual

« I moved here from a city where I
had services for our daughter
delivered and co-ordinated

through a Child Development Centre. It was
a bit of a shock to deal with so many
different people to access the many different
services in a very rural county. Some other
parents and I became involved in
discussions with the local community
paediatrician regarding a Child

Development Centre – an idea he, too, was
sold on.

After a few years of hard work, selling the
idea to all the services and recruiting other
interested parents, our multi-agency vision
was born, funded by all the agencies and
managed by NCH. Common sense,
persistence and parent power combined
were the backbones of this development. »

Parent in rural Wales

Parent power plus good al l ies



Service providers have a duty to consult with parents, as seen in the
appendix of this guide. As a result, increasing numbers of professionals
are keen to get it right and use parents’ experiences wisely.

8

S
EC

TI
O

N
1

« I received a questionnaire
through the post and so did my
son, and that’s how I found out

the Social Services Inspectorate was
inspecting our social services department. I
rang the Inspector to ask if there would be
an open meeting for parents and if so how
we would find out about it. He told me the
Head of Children’s Services was arranging it
and would contact people soon. I didn’t
hear anything so I rang the Head of
Children’s Services and was treated very
suspiciously – ‘Why do you want to know?’
and ‘Who told you?’. Anyway, I was passed
down the line to the manager who was
dealing with it and she told me the parents
had already been selected for interviews
and it wasn’t an open meeting.

I rang the Inspector again and explained
that I was in touch with a large group of

parents who used local services and he was
very keen to meet us. We let parents know
about the meeting by word of mouth and
letters via parent groups, the Disability
Database, Special Schools and Special
Educational Needs Co-ordinators in
mainstream schools. Twelve parents
attended. The Inspector explained he had
various impressions from his work so far
and would like parents’ views to confirm or
contradict this. It was interesting that what
he wanted to ask us about was what
parents had brought along to the meeting
as their own issues. We felt he really
appreciated our comments, and when we
saw the report it was obvious that our views
were in there. Since then, services seem to be
looking more at how they talk to parents. »

Parent, North West England

Taking the init iative

A parents’ group in north-east
Scotland found that one of the
biggest issues for parents was the

annual review meeting – both the
practicalities of it and how parents felt
about it. They raised the issue with the head
teacher, then sent a questionnaire to all the
parents at the school. 

They got a response rate of 67%, with
parents saying they needed reports and
other paperwork in good time, they often
felt unable to express their views or feelings
in meetings, and they would like their
children to have their say. The issue of
advance paperwork was a particular
concern in this area as many fathers work

away from home in the oil industry and
have few opportunities to attend meetings,
so without seeing reports in advance, they
were excluded from having any input. 

The head teacher was responsive to
parents’ views. Reports are now sent out a
fortnight in advance of reviews and the new
format includes space for parents and for
children to write their comments. Children
can attend for the whole or part of the
meeting if they wish. The group is now
planning a follow-up questionnaire to ask
parents how it’s working in practice for
them and their children. 

Parents’ Group, Aberdeenshire

Gathering evidence and getting results



9Some parents move on from taking individual action or linking informally
with others. Working parties, partnership boards and other groups are
increasingly looking for parents who are willing to make a regular
commitment by becoming members of such groups for the medium to
long term.

The rewards for parents
Getting involved in working or planning groups can be a positive
experience. Some of the things parents say they get from being on working
groups are:
� the opportunity to learn more about how services work and how

decisions are made
� making an impact by asking the questions no one else asks
� putting forward parents’ views
� practising old skills and learning new ones
� making new contacts among like-minded parents and supportive

professionals
� gaining respect, as your unique contribution and all the skills and

knowledge you bring to the process are recognised
� seeing services change, as a result of your input.

The difficulties for parents 
That all sounds great, but in reality being a parent representative (rep) can
be very frustrating. This is usually because planning groups and committees
have their own bureaucratic ways of working. While they want parents to
participate, they aren’t always willing to look at their own procedures and
practices, and at how off-putting and unproductive these ways of working
can be.

Common problems for parent reps can be:
� there are no introductions so it takes ages to work out 

who is who and what is going on
� you hear jargon you are not familiar with
� you find you have no idea where ‘your’ committee fits in, what power

it has, who listens to it 
and who will act on its
recommendations
� you feel you are there

as the token parent
� you worry about

being an isolated
voice as the only
parent member 

2participating in working 
and planning groups



� you feel intimidated and lack confidence to say your piece
� the practicalities: costs of getting to meetings, meetings held at

inconvenient times and places
� you are concerned about time commitments because of your caring

responsibilities
� you feel you’re expected to represent all parents and all issues, when that

would not be expected of a service representative on the committee
� it seems that nothing ever happens!

« One thing I’m learning is it takes a long time to get started. Certain
things have been in the air for three or four years and they still haven’t
come to fruition. Still, I think it’s worth being there. I can keep bringing up
the point: why aren’t parents involved from the beginning instead of when
things have been decided. »

Parent member of a Health and Social Services Board,
Northern Ireland

Overcoming barriers
Parents’ experience shows that there are some professionals who just go
through the motions of developing participation. Others are afraid of
parents challenging them too much and may convey that message in the
way they run meetings.

A lot of your experiences as a parent rep on working groups – for better
or worse – will come down to the individuals you have to deal with.
However, there are positive steps parents can take to overcome some of
the barriers and make the most of the opportunity to contribute to a
planning group.

« As parents, we’d had some bad experiences with services and some really
angry meetings that got us nowhere. So when we started to get involved as
a forum, we realised we had to put the bad things to bed before we could
work with them (service managers) properly. We were speaking on behalf of
parents and we wanted to meet them on professional terms so we had to
do it differently, talk to them nicely and not bite their heads off! It works
much better now and it seems to have made them change, too. Instead of
avoiding us they ring us back, come to our meetings and let us know
what’s going on. We feel we’re getting somewhere. »

Member of a parent forum, Greater Manchester

Most professionals who engage in parent participation do actually want
to work with parents and genuinely want to know what you think. The
problem is that professionals often lack experience in involving parents
effectively. They may need your help so that they use your energy and
time well.
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11

What sort of planning groups and committees can
parents get involved with?
This is difficult to be precise about as the themes and issues for consultation
change over time, and the names given to different groups vary from area
to area. Here are some examples.

� Early Years Development and Childcare Partnerships

These include representatives of all groups interested in services for
younger children, including parents: some will have subgroups
planning for children with disabilities or children with long-term
health needs. The lead person is usually based within the local
education authority.

� Multi-agency forums or strategy groups

As health, education and social services are increasingly required to
work together more closely, multi-agency planning groups are being set
up to take an overall view of the development of services for children.

� Advisory groups

• Sure Start areas in England, Wales and Northern Ireland and the
Children’s Funds in England have developed in the last few years.
Parental involvement is central to how they run. Sure Start has a
very local focus and aims to give children under four the
opportunities they need for their early development. The Children’s
Fund aims to develop the best services for children from five to 13,
working across a whole borough, according to local needs. They are
required to listen to and involve young people, as well as parents.

• In Scotland, Wales and England, parents sit on local authority
Disability Strategy Planning Groups, Children’s Services Planning
Groups and local Special Educational
Needs Forums.

• Parent Partnership Services (England
and Wales) often have an advisory or
steering group which includes parents.

• In Northern Ireland, parents sit on
disability subgroups within each
Health and Social Services Board’s
Children and Young People’s
Committee.
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The London Borough of Sutton
has one of the new Children’s
Trusts leading on disabled

children. The Trust has set up a
partnership board to steer the new trust
and this has 18 members. Of these, six
are parents, six are from the voluntary

sector and six are from the three statutory
bodies, health education and social
services. The parent reps meet regularly
before meetings to go through papers and
discuss issues. They are supported by
Contact a Family which facilitates the
Parents’ Forum in Sutton.

Parents at the heart of things Ref 1



� Local initiatives

Any of the services that you or your child receives should be planned
and developed with parental involvement, such as the evolving
Children’s Trusts being piloted in some parts of England. In the case
of existing services, for instance if the short break service or school
provision are being reviewed, there should be active steps to gather
the views of parents and young people.
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In September 2004, the
Department of Health published
the National Service Framework

(NSF) for Children. This is the government’s
10 year plan to improve health and social
care for all children in England.

The Children’s NSF includes a specific
standard around the needs of disabled
children, young people and their families; it
demands that they receive joined-up services
and proper information.  Importantly, it also
highlights involving parents and children as
vital and central to the planning, delivery and
evaluation of services. This has given

parents a significant tool with which to
influence services and ensure progress is
made – such emphasis on involving parents
and children has not been seen before and
will create many opportunities for families to
become meaningfully involved.

There is also a similar NSF for children in
Wales.

Contact a Family has produced two
publications (one for individual parents and
one for parent support groups) which give
more information about the Children’s NSF in
England and how it can be used to influence
local services (Ref 3).

New opportunities and new expectations
The National Service Framework (NSF)  for chi ldren Refs 2 and 3

How do parents find out what is going on? 
First of all, you may want to think about the issues or services that particularly
interest you, then you can make the right contacts and ask the right questions.
There are a number of organisations and workers with a specific brief for
involving the general public, including disabled children and their families,
who could tell you what is happening locally and how to get involved.

Most of the services working with disabled children come under education,
health, early years, leisure, youth or social services. Depending on your
interest, some useful contacts might be:

� Social work services 

• Your local Children with Disabilities Team (England and Wales and some
parts of Scotland) or responsible officer in Social Work (Scotland) should
be able to tell you about opportunities to have a say about services.

• In many local authorities in England and Wales, a key person is the
co-ordinator for the database or register of children with disabilities.
Co-ordinators are usually based in the social work services
department and should be able to give you contact details. Most co-
ordinators produce a newsletter, which is intended to be a two-way
channel of communication with parents, both keeping them
informed about local services and seeking their views.
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� Health 

• In England, Patient Advice and Liaison Services (PALS) are based in
every hospital and in an increasing number of primary care trusts,
some of which also have Public Involvement workers. PALS have a
role in gathering the views of people who use health services and
channelling them to service providers and managers.

• In Wales, parents may sit on local health boards and community
health councils. New members are selected through a public
appointment system.

• Contact details for all these services can be found in the telephone
directory, on the internet or by phoning your nearest Contact a
Family office.

• In Scotland, key Scottish Executive proposals require patients/parents/
carers to be partners in decision-making in all 15 NHS Boards.

� Education 

• Each education authority in England and Wales has a Parent
Partnership Service, usually based in the education department, but
sometimes run by a voluntary organisation, like SNAP in Wales.

• Your child’s school or the education department should be able to
give you contacts and tell you how to get involved with
developments in your child’s school or more broadly.

• In Scotland and Northern Ireland, your contact would be the SEN
Officer.

� Carers’ support workers

• Parents of disabled children do not always think of themselves
when they hear the word ‘carers’. However, while there are
differences between groups of carers, there are also similarities.
Most importantly, legislation concerning carers also relates to
parent carers, as does some funding, such as the Carers Grant.
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Since 2003, the Commission
for Patient and Public
Involvement in Health (CPPIH)

has recruited members for almost 600
locally-based Patient and Public
Involvement (PPI) Forums, one for every
primary care trust (PCT) and NHS trust in
England. The forums facilitate participation
from patients and the general public,
young, old and from any section of the
community. 

PPI Forum members ‘encourage others
to get involved; find out what local people

really think about health locally;
independently watch over the quality of
local healthcare; shape decisions which
impact on our health; influence local and
national decisions as part of a growing
network for public involvement; and are a
force for fairness and change’.

These forums have an influence on major
services and their budgets. It’s likely that
many members will know little about
disabled children, so there is great scope
for parents to make an impact. 

New opportunities and new expectations
Patient and Publ ic  Involvement Forums Ref 4



• Carers support workers or development workers may be employed
by the local authority, health services or a carers’ centre or other
voluntary group, such as Council for Voluntary Service. If you have
a local carers’ centre, start there; if not, try your local authority
social work services department.

� Integrated services

These are developing in different ways throughout the UK, in
response to government guidance. Many areas will have a multi-
agency strategy group, bringing together all the interested parties,
professionals, voluntary groups and families. Examples are:
• Children’s Trusts, currently being piloted in England, and the

development of Children’s Centres are specific examples of where
the different agencies are required to work together and involve
children and families.

• Partnership boards bring together family members and workers with
an interest in a particular service area, for example Sure Start
partnership boards.

� Council for Voluntary Service (CVS)

• CVSs promote and develop local voluntary and community action
and act as a voice for the local voluntary and community sector.
Some run Children and Families’ Forums.

• You will get details of your local CVS from the telephone directory
or their websites (England: www.nacvs.org.uk; Northern Ireland:
www.nicva.org; Scotland: www.csv.org.uk/Scotland; Wales:
www.wcva.org.uk). Some are called Voluntary Action or a similar
name.

If this all seems rather complex, that is because there is no simple answer
to finding out how parents can participate in shaping services. Wherever
you are and whatever your interests, you will need to do some digging
around and make yourself known to the people and organisations who are
responsible for listening to parents’ views. The list above is intended to
give you an idea of where to start looking.
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15« I’d like to get involved but I don’t feel very confident. »

While your personal experience gives you so much
grounding, if this is your first time as a parent
representative, you may be anxious about
how it will work out.

Many parents say how much they are
helped by:
� training 
� joining together with other parents
� knowing the right questions to ask
� feeling appreciated and useful.

This section will separate out ‘first steps’ (for parents getting involved for
the first time) and ‘taking it further’ (for parents who have some experience
and want to increase their involvement).

Training

First steps

Training can increase your skills and knowledge, and help develop your
confidence. Everyone is individual, so you need to think about what would
help you: maybe assertiveness training, negotiation skills or listening skills.
One-day courses can be a good starting point and give you a ‘taster’ while
you decide if you want to commit to something longer.

Your local Council for Voluntary Service (CVS) may run courses or be able
to tell you what is going on locally. Some health promotion departments
offer training in assertiveness and group work skills that might be helpful.
You could also ask local parent groups: some arrange training for members,
and they are likely to know what is going on locally.

Disability equality training can be useful in helping parents to look more
critically at what’s on offer for children and families. Again, courses can
range from one day to more lengthy programmes. Organisations of
disabled adults, local adult education colleges and community centres
should be able to tell you about courses.

Taking it further

If you get a taste for training, you might decide to go for a bigger
commitment of time and energy. You may find useful courses at your local
further education college or university.
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For more information about courses near you, or online learning, you may
also like to contact learndirect (Ref 5).

Many parents are enthusiastic about how much they have gained from
Partners in Policymaking. This is an eight-month course, run as a two-
day session each month.
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Partners in Policymaking is a
leadership development course
for disabled self-advocates and

parents of disabled children. It builds on
participants’ knowledge, skills and confidence,
so they can bring about change in their own
areas and further afield. Topics include the
history and perception of disabled people,
the growth of the parent and self-advocacy
movement, and policy development.

« I think that one of the most valuable
things I got from Partners was a sense of
awareness that will always be with me, and
this awareness must be shared. 

I learned how to think about things in a
different light. How to work with people as a
team to achieve a mutual goal. How to
work with service providers. How to let go of

my inhibitions – though some of my
colleagues might say I didn’t have any to
begin with, I did. I feel we have a duty to
tell people when they are being offensive
when they use inappropriate language
about disabled people and issues. How we
speak about each other matters. 

There’s a Partners rule about microphones.
If you wanted to speak to the group or make
a comment during a session you had to use
a microphone. At first it felt a bit silly and
quite alien but we quickly got used to it. By
the end of the course we were like those
terrible karaoke singers who hog the mike.

At Partners I met people who I know will
be an important part of my life for as long
as I live, and I hope, I will always be lucky
enough to be part of theirs. »

Partners Graduate from Liverpool

Partners in Pol icymaking Ref 6

Joining together with other parents
‘It’s hard work on your own’

First steps

As one parent noted, ‘It’s hard work on your own’, so joining a local group
or parents’ forum and thus being part of a network of parents can make
the whole experience of being a parent rep more rewarding and enjoyable.

One parent who sits on a Learning Disability Partnership Board felt she
was always questioning how initiatives would work in practice. She sits on
the Board with another parent who often can’t make the meetings because
of her child’s complex health needs. Consequently, she is often a lone voice
among professionals.

« I feel that I am always telling them their plans won’t work, always
criticising them, and I don’t want to be the only one. I just wish more
parents would come along, this isn’t proper partnership – just me. »

A parent in the North East



17Whether you are just starting out or are more experienced, a body 
of parents working together can offer:
� support and sharing giving each other a boost, someone else to

check things out with, before and after a meeting
� developing and nurturing for parents new to this, some situations

can be daunting; having an old hand to be your buddy to help you
develop skills and confidence can make all the difference
� democracy and legitimacy you may be irritated by the fact that

the same parents always seem to get asked to do things, or you may
be one of those parents who always gets asked and who would love a
break. Either way, if you are part of a group or network, you can
decide between yourselves who should represent you, and you have a
ready-made reference group to make sure you are bringing a wide
perspective to any committee you sit on
� breadth of views and experience many parent support groups

relate to a specific disorder, such as autism, or to a range of needs
such as chronic health care needs. A network of parents, spanning all
those interests, can be a wonderful way of pooling all that knowledge,
learning from each other and bringing a wider perspective to any
committee you are a member of
� flexibility if you are a lone parent rep, the committee is reliant on

you to be there, which can feel like a lot of pressure. As part of a
network, you can share the role, cover for each other and get involved
at your own pace.

A parent can feel more confident if he or she is part of a team of reps and
was chosen by other parents.
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« I’m a parent rep on the
Strategic Management Group in
Gwynedd. The Children’s Team

publicised it: we had to write a piece about
ourselves if we were interested and three of
us were voted on by other parents. Meetings
are held in Welsh, and so are the other
Working Parties I’m involved in.

I report back to parents each month in
Welsh and English. It’s a huge, huge bonus
speaking Welsh as it’s the mother tongue of
many of the families and it’s essential that
I’m able to communicate with everyone. The

meetings are arranged by Carers Outreach, 
I feed back and sometimes we have
speakers. People can come up to me with
issues: if I know the answer, I can tell them,
and if I don’t I’ll go away and find out and
get back to them.

I also meet once or twice a month with
the manager of the new Children’s Team.
There are a lot of major changes going on
and parents get anxious but she said she
wanted parents’ views and she’s kept her
word, she does listen. »

Parent in Gwynedd 

Representative parent



Taking it further

Parent-led groups and consultation forums 

Traditionally, parents have started or joined local parents’ groups as a way
of sharing information and support, and thus gaining more confidence and
knowledge about services. Bringing about improvements in services has
also been a key role for many groups, and more recently, in some local
authorities, parents are taking this further. They are seizing on the new
opportunities to influence services by creating forums of parents of
children with a range of disabilities.

There are many advantages to doing this:
� parents can nominate their representatives, rather than having parent

reps selected by services 
� parents can decide whether a planning group or consultation exercise

is a worthwhile use of their time and energy (see below)
� the forum can provide support to its parent reps
� parents and service providers know that the reps represent a large

body of parents
� forums can establish minimum standards about how they want reps

treated – for example, the provision of expenses, accessible meeting
times and venues, good-quality information about planning groups, a
commitment that parents are kept informed and given feedback.

If there is no existing local group or forum of parents, you may wish to
start one. Contact a Family staff would be happy to help you think through
how to get a group going. Some existing parent forums are also happy to
advise and encourage parents who wish to start forums.

Forums in Leicester, Calderdale, Kirklees, Rochdale, Wolverhampton and
Sheffield (see references in chapter 6) are increasingly active and are
starting to link up and learn from each other. Others are getting under way
throughout the country.
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At the first meeting of the
Rochdale Parents’ Forum,
parents agreed that the most

important thing which would convince them
it was worthwhile being involved was seeing
results. Access to leisure facilities, and
particularly swimming, was a major concern.
Parents were critical of changing facilities,
safety equipment, water temperature and
suitable designated sessions. Forum
members met with the Children’s Fund
Manager and Manager of Leisure Services,
with immediate positive results. 

The major pools in the local authority have

had essential facilities introduced, including
changing tables, bins and lockers, a shower
chair and a lockable changing room for
families at one pool. A grant from the
Children’s Fund paid for the installation of
hydraulic tables at three pools and parents
learned about the possibility of being trained
as special needs swimming instructors. Best
of all, feedback from the Leisure Services
Manager shows that use of the pools by
disabled children and their families has
never been higher. And of course, the Forum
is keeping an eye open to see that these
standards are maintained.

Rochdale parents making an impact Ref 9

Parent and Carers Councils are
run by parents and carers from
different communities with the

common denominator of having disabled
children/young people. As well as offering
support, information and practical advice, the
Councils also provide a voice through which
service providers are informed of the needs of
disabled children and their families. The
Councils link with other support groups,
including ethnically diverse groups, to develop a
more co-ordinated approach to the various
agencies seeking the views of family members.

The Parent and Carers Council (PCC) in
Leicestershire has 20 active representatives
and they are all involved in policy making
decisions within Leicester, Leicestershire and
Rutland. A number of these parents work at
strategic and operational level and the PCC
cascades information to 1200 families. It
uses parent volunteers who have a particular
expertise to support other parents and there
is a dedicated helpline for parents and
professionals. The PCC works with all parents
who attend the support groups around
Leicestershire and there are now nine
opportunities to meet within the month. It
also works in partnership with other agencies

to ensure that parents are getting up to date,
relevant information. Support for families is
via home visits, telephone advice and through
the groups. The PCC gathers information from
families to feed back to service providers on
where they can improve service delivery.

Calderdale Parent Carer Council (CPCC)
has followed the same model now has 140+
members who keep in touch via regular
newsletters, coffee mornings, open meetings
and focus group sessions. Development
workers represent members’ views on
various strategic planning groups, and work in
partnership with local service providers. The
PCC provides training and information
sessions for parents and also delivers
disability equality and inclusion training jointly
with disabled adults for service providers.
Funding from the Children’s Fund and
statutory services has enabled them to
employ three part-time staff (two of whom are
parents of disabled children). CPCC report
and make recommendations to local services
on issues raised by members. They have a
regular newsletter; organise family events;
ensure that disabled children’s views are
listened to; and organise meetings plus
consultation events.

‘Together we can make a difference’ Refs 7 and 8



Knowing the right questions to ask

First steps

If you are invited to join a committee or working group, the person inviting
you has a responsibility to put you fully in the picture. Don’t be afraid to
ask – you need to know what you are getting involved in before you commit
yourself. If parents don’t have this basic information, they can find
themselves confused, frustrated and powerless in these situations,
regardless of how much personal confidence they have.

Key questions to ask are about the purpose and structure of the committee
and practicalities, such as where and when meetings are held and whether
your expenses will be covered. These questions will help you clarify your
role and the extent to which the committee has thought through what it
wants from its parent members and how it will help you be effective. You
might also want to talk it over with an existing parent member of the
committee, to hear what it’s really like, so ask to be put in touch.

You could also print out the Questions for committee and working group chairs

on page 21 and pass it on to whoever has invited you to be a parent
representative.

Once you have decided to join a committee or working group, give yourself
time to settle in and see how things work. There is no need to feel under
pressure to comment on anything before you are ready. If you feel put on
the spot to give a response, feel free to say you will need to talk it over
with other parents and will bring some views back to the next meeting.
The Tops Tips below from parents might help.
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1 Don’t feel obliged to say anything at your first few meetings

2 Be prepared: do your homework, read the papers, get ideas 
from other parents

3 Feel confident in your own knowledge: adopt a positive appearance,
attitude and body language

4 Be on time or early – it gives you a chance to meet people beforehand,
introduce yourself, network

5 Be polite but assertive

6 Make sure your views are heard and minuted

7 Be open to new ideas

8 Be clear whether you are speaking from personal experience, or
presenting views you have gathered from other parents

9 Remember confidentiality: do not mention another parent by name
but if they want something raised, raise it as a general issue:
remember to respect your own child’s and family’s confidentiality
when speaking from your own experience

10 Don’t be afraid of asking to be reimbursed for out of pocket expenses

Top ten tips
for parent
reps

Above all, remember
that your views are
needed and
welcomed.
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Taking it further

As you become more experienced, and particularly as part of a group of
parents, you might decide to draw up your own criteria for what you will
get involved with. aMAZE, a parent-led organisation in Brighton, put
together this list of questions to help them decide what they will and will
not take on (Ref. 10).
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Checklist
Questions for Committee and Working Group Chairs

About the committee or working group

Its membership
� who is on the committee; their names and titles?
� who is the Chair; his/her background; how is the Chair chosen?
� how are members selected – as representatives of their organisations or because of

personal interest and commitment?

Its remit and power
� what are its role, purpose, terms of reference and powers ?
� how does it link with other overlapping groups and services(a diagram would be

useful)?
� what has it achieved?
� how is information disseminated to other groups or is some information confidential?

Its ways of working
� who sets the agenda; how do parents get an item on the agenda?
� when and where does it meet?
� does it avoid jargon and use plain language? 
� how do people address each other?
� how does it encourage team working e.g. ‘away days’, training or socialising together

About parent representation

� how are parent members chosen?
� how many parent members are there?
� how long they are expected to stay on the committee
� the role of the parent rep – individual voice or representing a wide body of parental

views
� induction process and ongoing training 
� expenses and other access issues
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22 Request from

Request for

Date

� What is the purpose of the work?

� Why are parents’ views being asked for? 

� What changes may be possible as a result of our involvement?

� What will be done with the information parents provide?

� Will feedback be given to parents about the impact of their contribution?

1 Do we have the knowledge/appropriate skills? Y N
2 Is the work about special needs or disability? Y N
3 Are parents’ views clearly being asked for? Y N
4 Are other service providers or children and young 

people being involved? Y N
5 Is there enough notice to properly involve parents? Y N
6 Are parent costs being reimbursed or payment provided? Y N
7 Are meetings at times convenient to parents? Y N
8 If we cannot assist, is there anyone else who could? Y N

If we can assist:

� Who is the most appropriate person to be involved? 
e.g. staff, volunteers, parent, parent group. 

� What commitment of time, energy and resources is required?

� Is this to be absorbed in our budget or is there funding?

Criteria used by aMaze, Brighton       Ref 10

Criteria for involvement in consultation matters
Working parties, task groups, written proposals
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Being appreciated
If you opt to take on responsibilities like this, you will be

offering your valuable time, skills and experience. You
should not expect to be out of pocket as well. As
noted at the beginning of this guide, local services
are required to actively seek parents’ views, and in
some cases there is a part of the budget dedicated
to participation.

A committee that is taking your needs on board should offer to cover your
expenses for travel and childcare costs – in fact any out-of-pocket expenses
you may incur as a result of your participation. Do ask if these are not
offered to you. You may need to complete an expenses form or provide
receipts, so keep copies of anything relevant.

Having your expenses paid should not affect your benefits or other
entitlements in any way. However, if the question of a fee or other payment
arises, this is a different situation as it may affect your benefits or tax
credits, so do check this thoroughly. A fee or honorarium is likely to be
considered as earnings, so parents need to get advice based on their
individual circumstances.

There are many examples of parents being given expenses to cover
childcare and travel as well as being appreciated in other ways.
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In the outer London Borough of
Sutton, social services
commissioned a small, in-

depth consultation with parents of
disabled children that was carried out over
five days. Parents met in two different
groups, according to their child’s age, for
two days each. They then came together
for a final day with representatives from
child and adult social services, health,
education and the play and youth service,
to feed back their key issues. 

The commitment and input from parents
was therefore considerable, and to mark
the borough’s appreciation, the
commissioning officer in social services
wrote a letter of thanks to each parent,
expressing how their contribution had been
helpful and enclosed a £10 voucher from a
popular, local chain-store. This recognition
of parents’ input was highly valued.

« It was nice to have our time and effort
acknowledged. »

A parent from Sutton

Appreciating parents Ref 1



There is the same requirement at a national level as there is at a local level
to include the views of parents and children in the development of policy
and practice, but making this a reality is a huge challenge.

National groups, networks and voluntary organisations are often
approached to canvass parents’ views on new proposals. This may be done
through newsletters, questionnaires or local or national meetings. The best
way to keep informed is to join a national organisation such as Scope,
Capability Scotland, the National Autistic Society, the National Deaf
Children’s Society, the Downs Syndrome Association, the Association for
Spina Bifida and Hydrocephalus (ASBAH) or whatever group is appropriate
to your child’s needs. The larger regional and local voluntary organisations
can also keep parents informed.

24

4influencing national
policyandpractice

The TOCK Inclusive Playground
Project began with Julie
Marriott’s frustration at not

being able to use public play areas with
her child, who uses a wheelchair. Having
worked with her own local authority and
made an impact on play areas, she has
promoted the project more widely and
developed TOCK Consulting, which is now

working with local authorities across the
UK to develop a network of inclusive
playgrounds. Julie’s expertise was
acknowledged when she was invited to be
a member of the Expert Advisory Group to
the Play Review and had an input into the
Developing Accessible Play Space: A good
practice guide, published by the Office of
the Deputy Prime Minister.

From grass roots to government level Ref 11
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You can keep informed about government policy in relation to children
through the E Briefing service of the 4 Nations Child Policy Network at
www.childpolicy.org.uk. The Network is a partnership between Children
in Wales, Children in Scotland, Child Care Northern Ireland and the
National Children’s Bureau, so it includes updates from each of the nations.

Getting involved through Contact a Family
Contact a Family is regularly asked to respond to government proposals
and to take an active role in gathering parents’ views. This happens in each
country – England, Northern Ireland, Scotland and Wales – through the
relevant offices.

Parents’ views are sought in a variety of ways:
� through the website www.cafamily.org.uk and its national and regional

pages
� through Share an Idea, Contact a Family’s UK-wide magazine
� through the monthly e-newsletter and regional and national

newsletters
� through parent volunteers and Contact a Family parent group network
� and through consultation meetings or focus groups organised by

Contact a Family staff.

Here are some recent examples. If you would like to know more, ask
Contact a Family for details of your nearest office.
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The Homes Fit for Children
campaign has now celebrated
its second success. Begun in

1997 and launched in 2000, its aim was
the abolition of the means test for parents
of disabled children who apply for the
Disabled Facilities Grant for help with the
costs of adapting their homes. 

In Northern Ireland the campaign was led
by the Family Information Group. Brendan
McKeever, facilitator for the group, was
committed to actively engaging parents in
the knowledge that this would make a
difference – and it did! Parents talking
from personal experience were able to get
the message over effectively to politicians,
as well as being powerful allies for the
occupational therapists and other
professionals who gathered evidence in
support of the campaign. 

The sustained work paid off. In
December 2003, the Minister with
responsibility for Social Development in
Northern Ireland announced the abolition
of the means test, with effect from
February 2004. 

The campaign continued in Wales. It drew
heavily on the voices and ongoing
commitment of parents and involved young
people and this led to its second success.
In April 2005 Edwina Hart, Minister in the
Welsh Assembly, announced the abolition
of the means test for disabled children and
their families in Wales from the autumn of
2005. It is often hard to know whether
campaigning work has an effect but these
important changes would certainly not have
happened without the continuous efforts of
parents from across Wales.

In England the campaign continues. 

Changing the law on housing adaptations Ref 12
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Contact a Family Scotland was
asked to organise a parent
participation event, to gather

parents’ views to inform the Education
(Additional Support for Learning) (Scotland)
Bill which will replace the existing system
of provision for children with additional
support needs. Fourteen parents attended
from all parts of Scotland and covering a
wide range of conditions and perspectives.
A detailed report of the event went to the
Education Committee of the Scottish
Parliament, to assist them in their scrutiny
of the Bill.

Two parents also gave oral evidence to
the Equal Opportunities Committee, in the
very formal setting of the Scottish

Parliament Building. Contact a Family
offered support in preparation for the
event as well as on the day, which was
much appreciated.

« When the questions started to flow, it
seemed to take an age and then all of a
sudden it was over, just as I started to get in
my stride. I am now looking forward to
being asked to do this again. It is daunting
and scary but it was good to think a person
like me and a parent of a child with a
Record of Needs had a voice, even if it was
croaky! »

Contact a Family 
Volunteer Representative, Borders

MSPs hear it  from parents

The Welsh Assembly
commissioned Contact a
Family Wales to conduct a

series of consultation events with parents
across Wales on the Children’s National
Service Framework (NSF). Three events
were held in South, Mid and North Wales
on the Acute and Chronic Illness and Injury
and Disabled Child Modules; 51 parents
from 13 different counties participated.

Two Contact a Family Volunteer
Representatives also sat on the All-Wales
External Working Group for the NSF which
had responsibility for drawing up standards
for Wales – the top end of involvement in
government policy.

Contact a Family Wales has a
development officer looking specifically at
developing work with parents on
influencing policy, locally and nationally.

National Service Framework for Chi ldren in Wales



27

Contact a Family UK and national offices are keen to know about parents
who have experience of or interest in particular policy areas. If you would
like to take part in national consultations, let the relevant office have your
name and contact details, plus details of your particular concerns and
interests (e.g., direct payments, employment and parenting, home
education). The Director of External Affairs is the staff member at the UK
office who collates responses to UK government proposals. You will be
sent relevant consultation papers and kept informed of meetings or focus
groups to enable you to have your voice heard through Contact a Family’s
national responses.

To keep parents informed about UK-wide issues and campaigns, there are
two monthly e-newsletters (one general, one relating to rare disorders).
Subscription is free via the website www.cafamily.org.uk.

IN
FL

U
EN

C
IN

G
 N

AT
IO

N
AL

 P
O

LI
C

Y 
AN

D
 P

R
AC

TI
C

E

The Department for Education
and Skills (DfES) Early Support
Programme put together a draft

toolkit for parents, the aim being to
provide them with essential information in
the crucial early years and enable them to
have more control over how information
about their child is shared. To test the

draft with parents, Contact a Family was
asked to arrange a series of consultations.
Seven meetings were held around
England, with one specifically for Gujarati-
speaking parents arranged by a Contact a
Family Volunteer Representative in the
West Midlands.

Improving early years support in England

This three year project is a joint
initiative between Contact a
Family and the Royal College of

Paediatrics and Child Health. Its aims are to: 
� Ensure that every parent across the UK

whose child is born or diagnosed with a
disability is automatically put in touch
with Contact a Family through their
paediatrician
� Open up new opportunities for parents

of disabled children to influence
paediatric and child health services
across the UK.

There are five officers in post in England,
Northern Ireland, Scotland, Wales and
London as well as a database researcher
and an IT specialist.

The project officers are networking with
paediatric staff in health settings across
the UK and are getting in touch with
parents and parent groups to find
examples where their participation has
influenced services.

For more information go to
www.cafamily.org.uk/papt.html

New opportunities and new expectations
Parents and paediatric ians together project



Conclusion: a win-win situation

Contact a Family and the Council for Disabled Children hear regularly from
professionals, parents and parent groups about their efforts to bring about
change, in large ways and small, both locally and nationally.
All of this reveals the knowledge and passion
which thousands of parents feel about services
and what would make a difference, not just to
their children but to those who follow behind.
At last, there are unprecedented opportunities
for parents and professionals to harness their
combined knowledge, energy and good will
for the benefit of all.
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29Parent Participation: improving services for
disabled children and their families

This guidance for parents is published alongside a guide for
professionals, to form a Parent Participation Pack. The guide for
professionals identifies four key principles which underpin effective
consultation and participation. Good practice guidelines are described in
each key principle section. Below is an outline of the key principles from
the guide for professionals.

� Key Principle 1: Define what participation means

This describes what is meant by participation, and the importance of
being clear and honest about what is being offered to parents.

� Key Principle 2: Use a variety of approaches

This describes the range of approaches that can be used to suit
different types of parents and projects.

� Key Principle 3: Overcoming the imbalance of power and

control

This section outlines five steps that can be taken to ‘level the playing
field’ for parents and professionals.
• Step 1: Ensure that parents who sit on consultation groups represent

a constituency of parents
• Step 2: Work towards the same access to information that

professionals have
• Step 3: Provide practical support
• Step 4: Seek ways to build parents’ confidence and skills
• Step 5: Provide support for professionals within a culture of

participation.

� Key Principle 4: Visible action

This section looks at the need to provide parents with feedback and
evidence of action following consultation.

For a copy of the Guide for professionals get in touch with:

Contact a Family

209-211 City Road

London EC1V 1JN

Tel: 020 7608 8700

5 references
andcontacts
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Reference 1

For more information about the Sutton Children’s Fund Steering Group,
contact:
Jo Winsloe
Contact a Family Development Officer
Email jo.winsloe@cafamily.org.uk

Reference 2

For more information about the standards in the National Service
Framework for Children, Young People and Maternity Services click on:
http://www.dh.gov.uk/PolicyAndGuidance/HealthAndSocialCare
Topics/ChildrenServices/ChildrenServicesInformation/fs/en

To order copies of the standards by phone, call the Department of
Health Orderline:
Tel 08701 555455
Minicom 08700 102870
Email dh@prolog.uk.com

Reference 3

Making a Difference: the Children’s NSF and parents of disabled children

This leaflet for individual parents helps make sense of the Children’s
NSF and explains what it means for them as parents of disabled
children.

Making a Difference: how parent groups can use the Children’s NSF to

influence local services

This guide for parent support groups and forums provides groups with
the practical information they need in order to change services through
the Children’s NSF.

Copies of both publications can be downloaded from the Contact a
Family website at: http://www.cafamily.org.uk/influence.html

To order by phone call 020 7608 8700 or email: info@cafamily.org.uk

Reference 4

Patient and Public Involvement Forums are linked to each Primary Care
Trust and NHS Trust throughout England by the Commission for Patient
and Public Involvement in Health.
Tel 0845 120 7111
Fax 0121 222 4511
Minicom 0845 120 7113
Email enquiries@cppih.org
Website www.cppih.org
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Reference 5

learndirect has a remit from the government to provide high quality
post-16 learning.

learndirect
Helpline 0800 100 900
Minicom 08000 568 865
Email enquiries@learndirect.net
Website www.learndirect.co.uk

Reference 6

Partners in Policymaking courses:

� North West Training and Development Team

Tel 01254 306850
Email lynne.elwell@nwtdt.com

� Merseyside Partners in Policymaking

Tel 0151 287 7977
Email merseysidepartners@policymaking.fsnet.co.uk

� Wigan and Leigh Partners in Policymaking 

Email scope@wiganandleigh.freeserve.co.uk

� Wirral Partners in Policymaking 

Email pauline.conrad@virgin.net

� North East Partners in Policymaking

Email maria@challengetraining.co.uk
Email lawraineh@aol.com
Email e_m_barraclough@yahoo.co.uk

� South East Partners in Policymaking

Email jane@inclusionpartnership.org.uk

Reference 7

Leicester Parents and Carers Council has drawn up a contract between
their parent representatives and service providers; produced badges for
their reps; have petty cash floats for parents to cover their costs; and
they produce newsletters and an annual report. The Council now has
funding for a part-time paid worker.

The Parent and Carers Council
c/o Fosse Neighbourhood Centre
Mantle Street
Leicester LE3 6ZJ
Email sue@parentcarercouncil.co.uk and julie@parentcarercouncil.co.uk
Website www.parentcarercouncil.co.uk

Reference 8

The Calderdale Parent and Carers Council has consulted with parents
about their top issues and have several examples of successful work with
service providers. This includes the parents’ report on meeting the needs
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of children who use non-verbal communication. The Council now has
three part-time workers (all parents of disabled children.) 

The Parent and Carers Council
Hanson Lane Enterprise Centre
Halifax HX1 5PG
Tel 01422 343 090
Email cpcc@btconnect.com

Reference 9

Rochdale Parents Forum (covers Rochdale, Heywood and Middleton)
PO Box 412
Rochdale 0L11 5ZW
Tel 07901 812 532

Contact a Family North West was commissioned to help parents set up
the parents’ forum to facilitate consultation. A report about this process
and the birth of the forum (Involving and consulting parents of children

and young people with disabilities in Rochdale: a report of the early stages of

the development of a parents’ forum, Mary McBride, 2002) is available
from Contact a Family.

Reference 10

aMAZE
Community Base
113 Queens Road
Brighton BN1 3XG
Tel 01273 772 289
Email info@amazebrighton.org.uk 

Reference 11

Julie Marriott
TOCK Consulting
Wisteria Cottage
Ratby Lane
Markfield
Leicestershire LE67 9RJ 
Tel 01530 245 468 
Email Julie.Marriott@care4free.net

Reference 12

Homes Fit for Children Campaign
Brendan McKeever
Family Information Group
10–12 Bishop Street
Derry BT48 6PW
Tel 028 7128 5675
Email b.mckeever1@ntlworld.com
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Homes Fit for Children Campaign (England)
HoDis (the National Disabled Persons’ Housing Service)
17 Priory Street
York YO1 6ET
Tel 01904 653 888
Email info@hodis.org.uk

Homes Fit for Children Campaign (Wales)
c/o Contact a Family Wales
Email wales@cafamily.org.uk

Other resources
Constructive campaigning for autism services, published by Parent Autism
Campaign for Education (PACE) for parents wishing to influence local
services for children with autism.

PACE
The Treehouse Trust
Woodside Avenue
London N10 3JA
Tel 020 8815 5444
Email info@treehouse.org.uk
Website www.treehouse.org.uk
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The good practice in this guide is
underpinned by legislation and guidance. In
this chapter, various key pieces of legislation
are outlined to explain how they impact on
the need for parent participation.

As policy differs across the four nations, we
have included details of each country’s
individual legislation and guidance where
appropriate. There is also a section detailing
how to find additional information for
Northern Ireland and Wales and a part at the
end covering the relevant legislation and
guidance for Scotland.

To keep up-to-date with current policy
developments across the four nations please
visit www.childpolicy.org.uk 

Health

• Health and Social Care Act 2001
(England and Wales)

The Health and Social Care Act 2001 places
a duty on health authorities, primary care
trusts and NHS trusts to involve and consult
‘persons to whom those services are being or
may be provided’ on ‘the planning of the
provision of those services, the development
and consideration of proposals for changes
in the way those services are provided, and
decisions to be made by that body affecting
the operation of those services.’ (Section 11)

• The NHS Plan 2000 
(England and Wales) 

« All NHS trusts, primary care groups and
primary care trusts will have to ask patients
and carers for their views on the services they
have received. »

« A Patients’ Forum will be established in
every NHS trust and primary care trust to
provide direct input from patients into how
local NHS services are run. »

The NHS Plan 2000 introduced the need for
health care providers to consult with patients
on the services they provide. There are a
number of new initiatives in health provision
to increase participation in service design
and delivery. Members of Patient and Public
Involvement (PPI) forums will be provided
with training and development opportunities
to enable them to participate effectively. The
Commission for Patient and Public
Involvement in Health, set up in January
2003, has a remit to ensure that the public is
involved in decision-making about health and
the provision of health services. Its aim is to
work to ensure that the voice of both the
public and patients are heard in health
matters. It will offer links to health-related
organisations and provide development and
learning opportunities (The NHS Plan: a plan

for investment, a plan for reform, Department
of Health, 2000, The Stationery Office).
There will be a PPI forum for each NHS trust
and primary care trust in England, made up
of patients and members of the public. PPI
forums will provide parents of children with
disabilities a way to get their needs and
views of services heard. More information
about the NHS plan can be found at:
www.nhs.uk/nationalplan.

• Building on the Best:
Choice, Responsiveness and Equity 
in the NHS (UK)

This Department of Health consultation
report, published in 2003, further stresses the
need to ‘listen to what patients and the
public are telling us’.
(Building on the Best:

Choice, responsiveness and

equity in the NHS (UK),
Department of Health,
2003, The Stationery
Office, page 18) 

appendix
and guidance

government legislation
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Social services 

• The Children Act 1989 
(England and Wales)

• The Children Order 1995 
(Northern Ireland)

« In making any such decision a local
authority shall give due consideration to such
wishes and feelings of any person mentioned
in subsection (4)(b) to (d) [parents or any
person who is not a parent of his but who has
parental responsibility for him] as they have
been able to ascertain. »   (Section 22:5)

The 1989 Children Act emphasises the
importance of the role of parents in their
children’s lives. There is further mention of
parent participation in the regulations and
guidance on children with disabilities that
accompanied the Act, which includes a
section on the planning of services in
partnership with parents and children. A key
theme in the Act is ‘that of partnership with
parents’ (Section 6:1). ‘Participation will be a
token exercise unless careful consideration is
given to supporting and informing children
and parents about the consequences of any
decision being taken – and about the options
which they need to consider in making a
preference’. While this refers to parents
participating in decisions about their
children, it also applies to participation in
planning of services in a more general sense.

Regulations and guidance for the Children
Act 1989, Volume 2, states that ‘partnership
with parents … is the guiding principle for
the provision of services within the family
home and where children are provided with
accommodation under voluntary
arrangements. Such arrangements are
intended to assist the parent and enhance,
not undermine, the parent’s authority and
control’ (Department of Health 1991, para
2.1). HMSO (1989) The Children Act 1989:

Guidance and Regulations Volume 6 – Children

with Disabilities, HMSO 

• The NHS and Community Care Act
1990 (England and Wales)

This Act also emphasised the need to consult
with service users. ‘In carrying out any of
their functions, local authorities shall consult
such voluntary organisations as appear to the
authority to represent the interests of
persons who use, or are likely to use, any
community care services within the area of
the authority.’ (Section 46, General
Provisions)

• Carers and Disabled Children Act
2000 (England and Wales)

• Carers and Direct Payments Act 
(NI) 2002

This Act came into force in England in April
2001 and in July 2002 in Wales. It was
introduced in Northern Ireland as the Carers
and Direct Payments Act in 2002. It makes
provision for the assessment of parents and
carers. The Act places a duty on service
providers to make assessments if carers ask
for one. It encourages service providers to
work with parents to look at the options
available to them.

• National Inspection of Services to
Disabled Children and their Families:
Social Services Inspectorate 1994
(England)

The 1994 Social Services Inspectorate report
on services to disabled children and their
families recommended that ‘social services
departments should consult more widely
with parents about the quality of services
and changes in service provision’ (National

Inspection of Services to Disabled Children and

their Families: Social Services Inspectorate,
Department of Health, 1994, HMSO, page 8).
The Inspectorate found there was ‘no routine
method of involving parents in the
evaluation of the quality of the service they
received in any of the authorities’ (National

Inspection of Services to Disabled Children and

their Families: Social Services Inspectorate,
Department of Health, 1994, HMSO, page
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21) and it suggested that ‘one important way
of involving parents is in the planning and
development of future services’ (National

Inspection of Services to Disabled Children and

their Families: Social Services Inspectorate,
Department of Health, 1994, HMSO).

• Assessing Children in Need and 
their Families: Practice Guidance
(England 2000, Wales 2001) 

This Department of Health practice
guidance states that: ‘Families require clear
information about the focus of any
assessment and about available services
providing support. Parents should be clearly
informed that their views and priorities are
important and they should be encouraged to
contribute to the process’ (Assessing Children

in Need and their Families: Practice guidance,
Department of Health, 2000, 3:17).

Education

• Education legislation

The 1980 Education Act states that parents
have to be represented on schools governing
bodies. The 1986 Education Act and the
Education Reform Act 1988 changed the
composition and roles of governing bodies,
and promoted the idea of equal partnership
between parents, the local education
authority (LEA) and the local community.
Education Acts in 1993, 1996, 1997 and 2002
amended and updated the laws regarding the
working and constitution of governor bodies.
They extended the occasions when
governors are required to consult parents
before making a decision. Now schools must
consult before drawing up and reviewing the
behaviour policy of the school and the
home–school agreement (The
Communicating School, Advisory Centre for
Education, 1999).

• Special Educational Needs 
Code of Practice 2002 (England)

• Special Educational Needs 
Code of Practice for Wales (2002)

« One of the fundamental principles that
inform the Code is that ‘parents have a vital
role to play in supporting their child’s
education. »   (Section 1:5)

« To make communications effective
professionals should acknowledge and draw
on parental knowledge and expertise in
relation to their child. »  (Section 2:13)

The Special Educational Needs (SEN) Code of
Practice states that LEAs need to ensure that
they are accessible and welcoming, and that
they value the views and involvement of
parents. Clearly, with regard to children with
special needs, LEAs and schools need to
develop effective parent participation to meet
the regulations set out in the Code of Practice.

This guidance also outlines the requirement
for all LEAs to make provisions for Parent
Partnership Services.

« All LEAs must make arrangements for Parent
Partnership Services. It is essential that
parents are aware of the Parent Partnership
Service so that they know where they can
obtain the information and advice they need.
LEAs must therefore inform parents, schools
and others about the arrangements for the
service and how they can access it. »

(Special Educational Needs Code of Practice,
Department for Education and Skills 2001,
DfES/581/200, 2:16)

Parent Partnership Services help to ensure
that parents can participate in their child’s
education. Most LEAs now have a well-
developed parent partnership service. There
is a great deal of good and interesting
practice being carried out by the services.

• SEN Toolkit 2002 (England & Wales) 

The SEN Toolkit states as a critical success
factor that professionals and parents work in
partnership and professionals take account of
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parents’ views. It also states that LEA SEN
policies must describe ways to develop
partnership with parents (SEN Toolkit 2002,
DfES 558/2001, Department for Education
and Skills 2001, S.1). Section 2 of the toolkit
explains how schools, LEAs and all who
support pupils with SEN should actively seek
to work with parents (SEN Toolkit 2002,
Department for Education and Skills, 2001,
DfES 558/2001, S.2).

• Removing Barriers to Achievement:
The Government’s Strategy for SEN
(England)

« Parents of children with SEN are often much
under pressure and relationships with local
services can be difficult, particularly where
views differ about what provision would be
most appropriate. »

(Removing Barriers to Achievement: the
government’s strategy for SEN, Department for
Education and Skills, 2004, DfES/0117/2004,
page 79)

This strategy emphasises the need for local
services to work in partnership with parents
of children with SEN. It refers to the section
in the SEN Code of Practice, which states the
expectation that all professionals will work
actively with parents and value the
contribution they make. This document is
further endorsement of the case for
increasing levels of parent participation
across services.

Joint settings

• The Children Act 1989 
(England and Wales)

• The Children Order 1995 
(Northern Ireland)

« The authorities should agree on the
arrangements for seeking views from all
interested parties and individuals. »

Children Act 1989 

This quote relates to early years settings and
is a clear illustration of the responsibility of
local authorities to consult with parents. The

Children Act 1989 Section 19.7 concerns the
duty placed on local authorities and local
education authorities together to review the
day care available in the area and says that
they should ‘have regard to any
representations made by health authorities
and any other representations’ (Consulting

with parents: guidelines for good practice, Mog
Ball, 1997, National Early Years Network).

• Together from the Start 2003
(England)

Regarding provision of services for the early
years, this guidance states that:

« Professionals should approach work in this
area with the expectation that they must work
in partnership with families, with parents fully
involved in any decision-making processes
effecting the provision of support to their
child. »

(Department for Education & Skills and
Department of Health 2003, 4.1).

This guidance also recommends that
‘opportunities and mechanisms for the full
engagement of families as consumers of
services should be maximised in the review
and planning processes’ (Department for
Education & Skills and Department of Health
2003, 5.8).

• Every Child Matters: Next Steps
(England)

This report outlines the findings from
consultation on the Every Child Matters
Green Paper. It highlights the importance of
organising services around the child, young
person or family and working in partnership
(Every Child Matters: Next steps, Department
for Education and Skills, 2004,
DfES/0240/2004).

• Every Child Matters: Change for
Children (2004)

Re-emphasises the importance of the five
outcomes for children and young people set
out in the Green Paper (2003) and sets out
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how children’s services are to be re-
organised and delivered at local level.

• The Children Act 2004

The Act provides the legal structure for the
delivery of the five outcomes for children
and young people outlined in Every Child
Matters and also places a statutory duty on
local authorities to make arrangements to
promote co-operation between agencies in
order to improve children’s well-being.

For copies of the Children Act 2004 call TSO
Customer Services on 0870 600 5522 or e-
mail: customer.service@tso.co.uk quoting the
ISBN: 0 10 543104 4

• Every Child Matters: Change for
Children in Health Services (2004)

Sets out the health agenda for children and
details the support that Government will
provide for the implementation of the
National Service Framework for Children,
Young People and Maternity Services.

• Every Child Matters: Change for
Children in Schools (2004)

Focuses on the how the Change for Children
agenda will affect users and providers of
education.

• Every Child Matters: Change for
Children in Social Care (2004)

Focuses on the how the Change for Children
agenda will affect users and providers of
social care services.

• Developing Accessible Play Space:
A Good Practice Guide (England)

« Parents of disabled children report that
being consulted about the nature of a play
space and involved in its development is one
of the factors which increase the likelihood
that they will take their children there. »

(Developing Accessible Play Space: A Good
Practice Guide, Office of the Deputy Prime
Minister, 2003, page 24)

This guide outlines the benefits of consulting
and engaging disabled children and families
in developing services.

• National Service Framework for
Children, Young People and
Maternity Services (England, 2004)

Government policy document setting out a
ten year strategy for health and social care
services and involving education for all
children up to age 19. Standard 8 covers
disabled children, young people and those
with complex health needs. For more
information see page 12.

• National Service Framework for
Children, Young People and
Maternity Services (Wales, 2005)

Aims to improve the quality and equity of
service delivery through the setting of
national standards across the NHS, and
social services for children and young people
delivered in all settings including education.
It contains specific key action points for
services for disabled children.

• Code of Practice on Consultation
(England)

In 2004 the Cabinet Office published a code of
practice on consultation in which Tony Blair
writes that ‘effective consultation is a key part
of the policy making process’ and that ‘people’s
views can help shape policy developments and
set the agenda for better public services’ (Code

of Practice on Consultation, Cabinet Office,
2004, www.cabinet-office.gov.uk/
regulation/Consultation/code.asp).

• Northern Ireland and Wales 

Further information about legislation and
guidance for Northern Ireland can be found
on at: www.northernireland-
legislation.hmso.gov.uk, and for Wales at
www.wales-legislation.hmso.gov.uk.

Information about legislation and guidance
for all four nations is also available from
www.childpolicy.org.uk.
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SCOTLAND

Health

• National Health Service Reform Act
(Scotland) 2004

This act places a duty on health bodies to
encourage public involvement. It states that
the public should be involved and consulted
on the planning, development and running of
services. It also requires Health Boards to
establish Community Health Partnerships
(CHPs) to replace Local Health Care Co-
operatives (LHCCs), which may include
representatives from the public and
voluntary organisations.

• Partnership for Care White Paper,
2003

This describes the Scottish Executive’s plans
to improve health, modernise services and
deliver the highest quality of care. It
emphasises the importance of:
� patients/parents/carers as partners in

decision-making 
� local Public Partnership Forums within

each Health Board
� a new guarantee of treatment on time.

The White Paper has also led to the
establishment of a new Scottish Health
Council whose role is to improve they way
that people are involved in decisions about
their local health services and monitor the
extent to which NHS Boards are working
with, and listening to, people in their
community.

• The Voice of Parents and Carers
(NHS QIS, 2004)

A study looking at children’s services found
that parents’ experiences of services was
poor:

« Parents repeatedly used the term fight to
describe their dealings with health care
professionals. They were perceived as battle-
hardened veterans of the system and there

was a genuine sense of them and us between
parents and health care professionals. »
(page 7)

The report concludes that the voice of
parents and carers needs to be taken much
more seriously.

• A Framework for Patient Focus and
Public Involvement (NHS QIS, 2003) 

This paper sets out a framework for
achieving an effective partnership with the
public and has been developed in line with 4
broad themes:
� involvement 
� communications 
� responsiveness
� patient information.

« To achieve patient-focused services, modern
health care must work with the people it
serves, look at services from a patient’s point
of view and be responsive to the needs of
patients. » (page 5) 

NHS QIS was set up by the Scottish
Parliament in 2003 to take the lead in
promoting and improving the quality of care
and treatment delivered by NHSScotland.

• Health for all Children 4 (HALL 4):
Guidance on Implementation in
Scotland (Scottish Executive, 2005)

This guidance contains specific
recommendations that parents, carers, and
where appropriate, children and young
people, should be involved in taking forward
the aims and objectives of HALL 4. To this
end, it emphasises the importance of good
information for parents from professionals to
achieve effective partnership working.

• Scottish Intercollegiate Guideline
Network – SIGN 

The SIGN network was formed to improve
the quality of health care for patients in
Scotland by reducing variation in practice
and outcome, through the development of
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national clinical guidelines which are
disseminated throughout NHSScotland and
are then tailored and implemented according
to local circumstances for the benefit of
patients. SIGN is very clear about the
important role of parents and carers in its
key development groups.

Social services 

• The Children (Scotland) Act 1995 
Scotland’s Children – Regulations and
Guidance

« Children and their families who are
currently using or receiving services should be
consulted, together with those who have been
in receipt of services. »  (Vol. 1, p.11)

Services for children with disabilities and
those affected by disability are covered by
the Children (Scotland) Act 1995 and the
three volumes of guidance that cover its
implementation. A key aspect highlighted in
Scotland’s Children, the Scottish Executive
guidance, is the need to plan effectively for
these services. The guidance states that
parents must be consulted and involved in
this planning process.

Education

Scottish parents have the right to be
consulted over a range of decisions about
education provision in their area, including
decisions about school closures, re-locations

and opening new schools, as well as about
meeting the needs of pupils with additional
support requirements.

• The Standards in Scotland’s Schools
etc (Scotland) Act, 2000
Circular 2/2001

This includes many provisions to make sure
parents are consulted at both school and
education authority levels.

• The Education (Additional Support
for Learning) (Scotland) Act 2004 
Supporting Children’s Learning: Code
of Practice, 2005

This Act covers the system of assessment
and provision for pupils with additional
support needs in Scotland and supports the
involvement of parents in decision-making in
relation to service development for their
children. The Code of Practice explains the
duties on education authorities and other
agencies to support children’s and young
people’s learning. It states that:

« All professionals, schools, education
authorities and other appropriate agencies
should seek actively to involve parents in their
work with children. They should value parents’
contribution and regard them as partners in
their children’s learning. »  (Supporting
Chidren’s Learning: Code of Practice 2005,
page 86)
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improving services
for disabled children

participation

p a r e n t s ’ g u i d e

This is a unique publication for parents who are
already involved, or wish to be involved, in influencing
services for disabled children. It gives ideas to help
parents make good use of their time and energies.

A great deal of recent legislation and guidance on
health, education, social care and the early years
mentions the need for user participation. Increasingly
professionals are involving parents in influencing
services because they realise that parent participation
benefits everyone and leads to more cost effective
services.

However, it is a challenge for professionals to find
effective ways of working with parents which makes
the best use of parents’ knowledge and insights while
supporting them in the process. There are also
challenges for parents in acquiring the skills and
confidence they need to make the best of these
opportunities. The guide will help parents address
those challenges.

This guide complements another which has been
written for professionals. The professionals’ guide
covers the key principles involved in successful
participation. It is very practical in approach, detailing
methods and good practice, all illustrated by many
real life examples.

Both guides draw on work carried out by Contact a
Family and the Council for Disabled Children with
hundreds of parents and professionals in workshops
and a variety of forums. They are underpinned by the
experience of willing parents and professionals who
work hard to make participation a reality.

Copies of both guides are available from Contact a
Family, 209–211 City Road, London EC1V 1JN.

This parents’ guide is free of charge for parents.
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Council for
D i sabled
Ch i ld ren

Council for
D i sabled
Ch i ld ren

Additional resources on

participation also available

from Contact a Family:

• Making a Difference: the

NSF and parents of

disabled children is a guide

for individual parents to

help them make sense of

the children’s National

Service Framework (2005) 

• Making a Difference: how

parent groups can use the

Children’s NSF to influence

local services provides

parents groups with the

practical information they

need to change services

in their area (2005) 

• Parent Participation:

examples in health settings

gives practical examples

of how parents’

experience and expertise

has already been used to

influence the way health

services are provided in

different settings across

the UK (2005) 


