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This information pack is aimed at 
people working in care provision for 
children who are moving from child to 
adult services in the community. This 
is a challenging time and can often 
become disjointed and confusing. 
This information guide will help you 
to understand the process in more 
detail and give some ideas about how 
you can support the process and help 
the people you work with to move 
between services more smoothly.

This pack is based on the ‘Transition 
from Children’s to Adult community 
services’ resource pack produced and 
published by the Queen’s Nursing 
Institute with funding from the Burdett 
Trust for Nursing. Whilst the source 
material from the QNI did not cover the 
arrangements in Scotland this reference 
tool does include information about the 
Scottish system.
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The Mental Capacity Act is designed to protect and empower individuals 
who may lack the capacity to make their own decision about their care and 
treatment. It is a law that applies to individuals aged 16 and over.

Someone can lack capacity to make some decisions, for example, to decide on 
complex financial issues, but still have the capacity to make other decisions, 
such as deciding what items to buy at the local shops.

The Act ensures that people who express their preferences for care and 
treatment when they have capacity, have these preferences honoured should 
they lack the capacity in the future. The Act also allows them to appoint 
a trusted person to make a decision on their behalf, should they lack the 
capacity to do so.

An independent advocate can also support them to make decisions in certain 
situations, such as serious treatment or where the individual might have 
significant restrictions placed on their freedom and rights.

Mental 
Capacity  
Act (2005)

Care  
Act (2014)

The Care Act 2014 provides a clear approach to adult social care in England. 
Part one of the Act consolidates the framework of care and support law; setting 
out new duties for local authorities and partners as well as new rights for young 
people and their parents/carers.

The Act aims to achieve clearer, fairer care and support with an emphasis on 
the physical, mental and emotional wellbeing of both the person needing care 
and their parent/carer. The Act also addresses prevention and delay of the 
need of care and support and encourages young people to be in control of their 
own care.

www.legislation.gov.uk

www.legislation.gov.uk

www.NHS.UK

https://www.legislation.gov.uk/ukpga/2005/9/contents
http://www.legislation.gov.uk/ukpga/2014/23/contents/enacted
https://www.nhs.uk/conditions/social-care-and-support-guide/making-decisions-for-someone-else/mental-capacity-act/
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A Special Guardianship Order (SGO) is an order appointing one or more 
individuals to be a child’s ‘special guardian’. It is often grandparents or 
relatives who are awarded an SGO.

It is a private law order made under the Children Act 1989 and is intended for 
those children who cannot live with their birth parents and who would benefit 
from a legally secure placement.

It is a more secure order than a residence order because a parent cannot 
apply to discharge it unless they have the permission of the court to do so. 
Residence Orders were replaced by Child Arrangement Orders (CAOs) in 2014. 
CAOs are less secure than an Adoption Order because they do not end the legal 
relationship between the child and his/her birth parents. The Adoption and 
Children Act 2002 introduced  ‘Special Guardianship’ and Special Guardianship 
Orders.

There are different types of Care Orders, for example, interim or full care 
orders where the child is placed with the parents permission (see the Children’s 
Act 2004 – Section 20).

The Law in Scotland is similar in principle but very slightly different.

The Education (Scotland) Act 1980 requires education authorities to carry out a 
Future Needs Assessment (FNA) (equivalent to a Transition Plan in England) of 
children with a Record of Needs. (A Record is the equivalent of a ‘Statement’ in 
English legislation.) The process begins when young people are 14 and involves 
two formal meetings in which the young person and his/her parents should be 
closely involved.

The legal framework requiring authorities to consult children and take their 
views into account in decisions affecting them is quite clear. It is set out in 
the Children (Scotland) Act 1995, the Education (Scotland) Act 1991 and the 
Standards in Scotland’s Schools etc. Act 2000. The Adults with Incapacity Act 
2000 (implemented in July 2002) changes the system for safeguarding the 
welfare of those adults aged 16 and over seen to lack ‘capacity’ to make 
decisions themselves. With some exceptions few advocacy schemes are aimed 
specifically at young disabled people.

Special 
Guardianship

Legislation in 
Scotland
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Young people in adult services are generally seen as being independent. The 
transition process often involves ensuring that they have all the skills necessary 
to feel comfortable in the adult healthcare service.

In children’s services the parents are given the responsibility for managing 
young people’s healthcare, communicating with healthcare professionals 
and making important decisions. This is different to adult services where the 
responsibility is usually given to the patient rather that the parent. However, 
the parent will still be able to give their child advice and be there to provide 
support. For example, parents will often be able to give young people tips on 
how to organise appointments, find out information, remember medicines and 
treatments and which questions to ask a professional. They can also support 
their child in gradually developing independence and becoming more involved 
in their healthcare.

Characteristics 
of Children’s 
and Adult 
Nursing

What is Transition?
Transition is the process of preparing, planning and moving from children’s to 
adult services. Transition is a gradual process that gives a young person time to 
get ready to move to adult services and to discuss what healthcare needs they 
will require as an adult.

Transition includes deciding which services are most appropriate and where 
care will be received. Transition is about making plans and preparation to move 
away from the caring team that a young person may have been with for many 
years. By getting involved in the Transition process a young person should feel 
more confident and happier about the move.

Physical Development 
and Transition
Young people experiencing Transition are also experiencing the same stages 
of development (from child to adulthood) as all young people. However, these 
issues can often be neglected.

Additionally they are often having to cope with these factors on top of the 
other issues a typical young person would not have to manage.

As a result adolescence can be a stressful time for young people going through 
Transition and acknowledging these factors is important when delivering care.
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Impact of Illness
The impact of illness affects young people differently at each stage of development into adulthood.

Key Features 
Early 
Adolescence

 � Concerns about physical appearance and 
mobility.

 � Privacy is all important.

 � Possible interference with normal cognitive 
development and learning for example, 
school absence, medication, pain, 
depression, fatigue.

 � Comparison with peers is hindered, making 
self assessment of normality more difficult.

 � Possible lack of acceptance by peers and a 
reliance on parents and other authorities in 
decision making.

 � Hospitals are likely to be perceived as very 
disturbing places.

Key Features 
Mid 
Adolescence

 � Illness can be particularly threatening and 
least well tolerated at this stage.

 � Compromised sense of autonomy as 
emancipation from parents and authority 
figures is impeded.

 � Fear of rejection from peers and limited 
interaction with peers may lead to social 
withdrawal.

 � Dependence on family for companionship 
and social support.

 � Hospitalisation and school absences interfere 
with social relationships and acquisition of 
social skills.

 � A likelihood of non compliance/adherence 
with treatment.

Key features 
Late 
Adolescence

 � Absence from work or study.

 � Interference with plans for vocation and 
relationships.

 � Difficulties in securing employment and/or 
promotion at work.

 � Likely unemployment may hinder the 
achievement of separation from family and 
financial independence.

 � Possible discrimination in employment, 
health cover and life assurance.

 � Lack of financial independence and self–
esteem.

 � Likely concerns about fertility and health of 
offspring.

www.RCPH.ac.uk

https://www.rcpch.ac.uk/resources/healthy-child-programme-elearning
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Children with a learning disability become adults and although puberty may 
be slightly delayed for those with profound or multiple disabilities, they go 
through the biological process of puberty; the same as any other child. Often, 
despite their physical maturity and with the best of intentions, carers may try 
to stop, or curtail, the individual’s socio-sexual development. The result is a 
person who is physically an adult but who has the social status of a child.

It is now recognised that adults with a learning disability should be 
acknowledged as just that – adults; with individual requirements which need to 
be met without undue segregation. One aspect of adulthood is the right to be 
sexually active.

Parents/carers may believe that people with a learning disability remain 
forever childlike and ‘innocent’ whatever their actual age. They do not 
associate sexual expression with childhood and therefore, they do not see it 
as appropriate for people labelled as having a learning disability to express 
themselves sexually.

Parents/carers can feel that their child/dependant are leaving the ‘safety’ of 
children’s services and moving into the ‘unknown’ adult services. They may 
wonder whether or not and to what extent they will be included. 

If a young person wants their parent to be involved, they must tell the services 
this and it should be written in their care plan. Professionals should comply 
with the young person’s wishes. Preferably, the young person should also get a 
written copy of their care plan to keep for themselves, and if they agree, their 
parent/carer should also be sent a copy.

Parents/carers whose child accesses children’s services often have a high 
level of involvement with that service, for example, joint sessions with their 
child and regular reviews of progress. Adult services will communicate less 
with parents/carers as young people are seen more as individuals than part 
of a family. This can be difficult for parents/carers who were previously 
very involved with their child’s care. When the young person moves to adult 
services, the parent/carer can sometimes feel ‘shut out’.

Many older young people and adults still want their parents involved in their 
care to support them and help them make the right decisions. They might 
gradually make more of the decisions on their own as they get older. If the 
young person wants a professional to have some information about his or her 
care and treatment but for other details to be kept confidential, this should be 
written down in the care plan so everyone involved knows what information it 
is appropriate to share.

Remember: Be aware that the young person can change their mind about who 
they would like to be informed about their care at any time.

Sexual 
Maturity 
and Learning 
Disability

Issues for 
parents/
carers
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A parent can still be involved in their child’s care if the young person would like 
them to be.

If the young person does not want a parent involved, they should inform both 
the children’s and adult services they access.

A parent/carer’s child should have an assessment of their needs and a care plan 
setting out what support they will receive.

Young people have the right to be heard and their opinions matter.

Parents/carers can help their child by ensuring they have a clear plan for 
keeping and staying well.

If a parent/carer doesn’t understand what someone is saying regarding their 
child’s care they should be actively encouraged to ask for an explanation.

Nurses can use a range of communication techniques to empower young people 
and help them undergo a successful transition.

Communication – Some  
points to consider
Express empathy through reflective listening.

Understand the discrepancy between the patient’s goals or values and their 
current behaviour to motivate change.

Avoid argument and direct confrontation.

Adjust to patient resistance or confrontation, rather than opposing them 
directly, as it is a signal that the patient views the situation differently.

Support self worth and optimism as it is crucial that you believe in your 
patient’s capacity to reach their goals.

Parents/
Carers and 
Transition Communication
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Children’s services across the country have developed Transition Pathways to 
help professionals to understand the process of Transition and to help guide 
young people through the process.

What could you do?
Find out the transition pathways for all NHS trusts in your area.

Transition to Adult 
Care Programmes
Some Children’s hospitals across the country have developed Transition 
Programmes to help young people have a positive experience of transition.

What could you do?
Contact all hospitals in your area to see if they have a transition programme.

The 10 steps to Transitions Framework is an example of a generic framework 
that describes the important steps for a young person, their parents/carers and 
professionals, as the young person moves from children’s to adult services.

1 Recognise the need for the young person (13+) to move on 

2 Empower the young person and support parents

3 Transition plan

4 Review the circle of support

5 Refer on to the lead adult medical service

6 Joint reviews: Children services leading

7 Identify route into urgent care

8 Young person (16+) confident to move

9 Joint reviews: Adult services leading

10 Young Person (18+) confident in adult services

Transition 
Pathways

10 Steps to 
Transition 
Framework
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Statement 1
Young people who will move from children’s to 
adult services start planning their Transition with 
health and social care practitioners by school year 9 
(aged 13 to 14 years), or immediately if they enter 
children’s services after school year 9.

Rationale
Starting to plan their Transition as early as possible 
can lead to a better experience for young people 
moving from children’s to adult services. Early 
planning allows a more gradual process. A sudden 
move to adult services with no time for preparation 
or support can lead to young people and their 
families losing confidence and disengaging with 
services. Early planning, led by the health and 
social care practitioners but with full involvement 
from the young person, allows young people more 
time to be involved in decisions and to adjust to 
changes to their future care. It is recognised that 
for some young people, those covered by health and 
social care or education legislation, early Transition 
planning is already a legal requirement.

Statement 2
Young people who will move from children’s to adult 
services have an annual meeting to review Transition 
planning.

Rationale
Transition is a lengthy process that starts early, by 
school year 9 (aged 13 to 14 years), and continues 
past the point of transfer. Regular review of 
Transition planning ensures that a young person’s 
changing needs are taken into account. Transition 
planning should be reviewed at least annually, but 
for some young people the meetings may need to be 
more frequent, depending on their individual needs.

Statement 3
Young people who are moving from children’s to 
adult services have a named worker to coordinate 
care and support before, during and after transfer.

Rationale
Transition can be a difficult time for young people 
and their families because it is a lengthy process and 
involves various professionals and services. A single 
point of contact – preferably a person that the young 
person knows and trusts – can coordinate care and 
signpost to appropriate support. This can increase 
attendance in adult services and lead to a better 
experience of care and better outcomes.

NICE Guidelines
National Institute of Health and Care Excellence (NICE) Guidelines have five quality statements about the transition between children’s and adult services.
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Joint Working
‘Strategic joint working’ helps the Transition 
process for young people with special 
educational needs (SEN) and disabilities.

NHS England’s objective is to ensure that young 
people have access to the services identified 
in their agreed care plan and that parents/
carers of children who could benefit have the 
option of a personal budget based on a single 
assessment across health, social care and 
education.

Local partners working together to improve 
children and young people with SEN and 
disability outcomes is a fundamental element 
of the reforms in the Children and Families Act. 
This gives local strategic partners the flexibility 
to decide how they are going to make the 
system work in their area and what structure is 
most effective for them.

All local authorities must have joint 
Commissioning Arrangements (JCA) between 
the Local Authority and the Clinical 
Commissioning Groups. There must also be 
arrangements with NHS England for disabled 
children and young people and those with SEN 
who require specialist services commissioned 
directly by NHS England. JCA should work to 
integrate educational provision and training 
provision with health and social care provision 
where they think that this would promote the 
wellbeing of children and young people with 
SEN or disabilities.

Statement 4
Young people who will move from children’s to adult 
services meet a practitioner from each adult service 
they will move to before they transfer.

Rationale
Young people may feel unsure about moving to adult 
services, especially if they have been with children’s 
services for a while. Meeting a practitioner who will 
take a lead role in their future care, at least once, 
from each of the adult services they will move to 
can help build a young person’s confidence, reduce 
their concerns and increase their willingness to have 
new practitioners involved in their care. This can 
lead to a smoother Transition for the young person 
and more regular attendance at appointments in 
adult services, with better outcomes.

Statement 5
Young people who have moved from children’s to 
adult services but do not attend their first meeting 
or appointment are contacted by adult services and 
given further opportunities to engage.

Rationale
Young people need to engage with adult services so 
that they continue to receive the care and support 
they need. When young people disengage from 
services during Transition it can affect their future 
health, mental health and social care needs.

NICE Guidelines
NICE Guidelines have five quality statements about the transition between children’s and adult services.
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A Transition to Adulthood – Preparation for independence 
and Pathway Planning Checklist has been developed by 
Hertfordshire County Council. This checklist has been produced 
to aid discussion, planning and assessment in relation to the 
preparation for independence and planning the transition to 
adulthood issues.

It has been developed in conjunction with young people, 
foster carers, supervising social workers, keyworkers, social 
worker, personal advisers and advocates. It is intended that 
the checklist will prove useful to all these groups and those 
supporting young people to make the Transition from care to 
independent living and adulthood.

The checklist has been arranged into a number of categories 
and covers questions around: education, employment 
and training, independent living skills, finance and money 
management, health and development as well as useful local 
and national contacts.

What could you do?
Investigate if any other local authorities you work with have 
similar checklists which could be used.

It is important for all nurses to understand that effective team working does not just happen 
and that it is an evolving process. Effective team working can assist them in many ways, 
for example, through clinical supervision, sharing good practice, ideas and any worries or 
concerns.

The Transition process requires collaboration between many individuals and organisations 
working together as a team which contributes towards creating a culture of positive 
Transition.

“A team is a small number of people with complementary skills who are committed 
to a common purpose, performance goals and approach for which they are mutually 
accountable.”

Katzenbach and Smith (1993)

Team Working and multi-
disciplinary teams 
Very often the team of people involved in the young person’s life will be made up of people 
who do not work together in relation to any other service users. Rather than developing an 
established team, it would be an aspiration to instil collaborative and person centred working 
for community and primary care nurses working within the Transition process.

Professionals should respect the different cultures of organisations and disciplines as well as 
different procedures and policy constraints. These may vary for the Transition of one young 
person to another due to those working with them. Also the young person’s circle of family 
and friends will be unique to that individual.

Pathway 
Plans

Team 
Development

proceduresonline.com

http://hertschildcare.proceduresonline.com/client_supplied/leav_care_life_skills_tran_adulthood_checklist.doc
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Ahmed is 21 years old. 
he has received a 
package of care since 
he was 6 months old.
Milestones in Ahmed’s care 
Aged 15 years: It became apparent to the care 
provider that transition plans were not in place, they 
had not been discussed and no transition process had 
started.

At the first multi-disciplinary team (MDT) meeting 
following Ahmed’s 15th birthday the care provider 
raised the issue of transition with the MDT and was 
informed that there was no named person at the 
meeting who could take this on but that it would be 
discussed in the future. 

Transition was not considered urgent or a priority as 
Ahmed was only 15 years old and would not come 
under the adult team until he was 18 years old. 

The minutes of this original MDT meeting 
acknowledged and recorded the discussion around 
transition however, at subsequent MDT meetings 
although transition was repeatedly raised by the care 
provider no-one was prepared to take the lead on this 
and so no action was taken.

This continued for the next three years. The care 
provider raised transition in each MDT meeting and no 
action was taken as the child was not yet 18 and so 
remained under children’s services. 

As a result no consideration or responsibility had been 
assumed for Ahmed when he reached his 18th birthday 
and moved from children’s services to adult services.

This case study will now focus on one element of 
transition – Provision of Equipment.

All the equipment in the home belonged to children’s 
services and they needed this equipment back.  Ahmed 
was unknown to adult services and so they were 
unaware of what equipment was needed.

Ahmed was no longer under children’s services and so 
the ordering of his equipment consumables ceased. As 
he was unknown to adult services they were unaware 
that consumables were required and what these were.

The care provider contacted the district nurse team 
to make them aware that Ahmed had transferred 
from children’s services to adult services and that 
his equipment needed to be organised and his 
consumables ordered – The district nurse team 
informed the care provider that they would only be 
involved with a patient if visits were required.

How it can go wronG.  
an illustrative case study: Ahmed

Consider whether the MDT had an adequate knowledge of 
what transition is and how it should occur. Who has taken 
accountability and responsibility for Ahmed’s transition?

Discussion point

Consider the effect this may have on Ahmed. 

Discussion point
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The care provider contacted the GP and informed her 
of the issues relating to equipment and consumables 
and was informed that this would fall to the district 
nurse team.

The care provider explained that she had already 
contacted the district nurse team and explained that 
they would not be involved unless visits were required. 
The GP said that she would check what she was able to 
order via the surgery. 

The GP contacted the care provider the following 
day to explain that only medications, dressings and 
urinary catheters could be ordered via the surgery. 
Tracheostomy tubes and related items such as ties etc. 
and suction catheters needed to be ordered via the 
district nurse team.

The care provider spoke with the district nurse 
manager who explained that she had no knowledge of 
Ahmed and that he did not appear anywhere on their 
system which would indicate that he has not been 
referred to their service.

At this point Ahmed was running out of suction 
catheters and the care provider explained that they 
would need to refer this matter to the safeguarding 
team as Ahmed was now at risk. The care provider 
explained that the only option left available to them 
at this time was to take Ahmed to the local A&E 
department for admission to hospital as it was unsafe 
to provide care at home without the appropriate 
equipment.  

As this was a safeguarding issue the district nurse 
manager spoke to the local hospital and called the 
care provider back to inform them that she had 
secured two boxes of suction catheters which would be 
available for collection from the hospital. The district 
nurse manager asked that Ahmed’s mother drive to 
the hospital to collect the suction catheters. Ahmed’s 
mother does not drive and was responsible for two 
children with complex needs she was therefore unable 
to collect the suction catheters. The care provider 
arranged for a nurse to go to the hospital to collect 
the catheters. 

Each month, until Ahmed was 19 years old, the district 
nurse team processed an emergency order for suction 
catheters. 

The care provider continued to contact adult services 
about Ahmed. But they remained unaware of his needs 
as no referral had been sent. 

Children’s services were unable to assist as Ahmed 
was now 18 years and had been transferred to adult 
services; Ahmed’s GP had limited scope to assist and 

the district nurse team were not able to assist as 
Ahmed did not require visits from them.

When Ahmed was 18 years and 10 months old the 
children’s team was contacted by the care provider 
again and they agreed to undertake a Joint visit with 
the adult district nurse team “to provide a smooth 
transition” 

Throughout this entire process (over a year) each team 
had disputed who was responsible for the cost and 
provision of Ahmed’s equipment and consumables. This 
resulted in Ahmed, his family and his care provider 
struggling each month to ensure Ahmed has sufficient 
supplies to meet his needs.

Ahmed is now 21 years old and he has just been fully 
acknowledged by adult services. He is seen by the 
adult medical teams, and the adult continuing health 
team are now managing his consumables.

How effective were the MDT at working together. What is 
anything went wrong?

Discussion point

What assumptions had been made and how do you think this 
may have impacted Ahmed and his family?

Discussion point

Is this an appropriate time for this visit to take place?

Discussion point

How effective and safe was Ahmed’s transition?

Discussion point
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