


Transition is	defined	as	“a	purposeful,	planned	
process	that	addresses	the	medical,	psychosocial	
and	educational/vocational	needs	of	adolescents	
and	young	adults	with	chronic	physical	and	
medical	conditions	as	they	move	from	child	
centred	to	adult	orientated	health	care	systems”
(UK	Department	of	Health	2004)

• CHIVA	Guidance	on	transition	say	should	begin	around	the	age	of	11
• Process	not	event
• Can	feel	like	a	‘loss’,	but	also	a	‘new	opportunity



Transfer is	the	physical	event	of	the	young	
person	moving	from	paediatric	to	adult	services	
and	if	unsupported	by	the	process	of	transition	
has	been	associated	with	increased	morbidity	
and	mortality	in	other	chronic	diseases	of	
childhood”

(Watson	AR.	Non-compliance	and	transfer	from	paediatric	to	adult	transplant	
unit.	Pediatr	Nephrol	2000;	14(6):	469-72.)	



Child-centred practice	
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So	what’s	happening	in	adolescence?“ Well	they’re	18	so	theyare	an	adult	right?”
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CHIVA	Guidance	on	transition	for	adolescents	with	HIV
(Foster,	C	2010)

Family	Clinic Adolescent	Clinic Specialist	services	
work	together

Can	offer	
opportunity	for	
adult	services	to	be	
integrated	into	the	
family	service	so	
adolescents	begin	
to	be	seen	on	their	
own

Separate	‘youth	
clinic’ created	tailor	
made	specialist	
clinic	only	for	
adolescents	with	
HIV.
Transition	to	adult	
services	needed	at	
a	future	point

Without	a	family	or	
adolescent	clinic	
planning	a	careful	
and	comprehensive	
transition	still	
possible.
Requires	good	
collaboration	and	
flexibility	to	meet	
individual	needs	of	
adolescents



Transition	in	practice:	the	simpliest way

Done	as	a	‘Team’

Step	One:	Talk	about	it,	make	a	plan

Step	Two:	Visit	the	adult	clinic,	meet	the	staff

Step	Three:	Supported	appointment	(s)	and	shared	care	between	
paediatrician	and	adult	doctor

Step	Four:	Support	to	get	to	clinic,	appointment	with	adult	doctor

Step	Five:	A	call	to	see	how	the	YP	is	managing	at	the	adult	clinic



NCB.org.uk/LifeLinks

SHARING IN
    LIFE TELLING PEOPLE IN YOUR LIFE ABOUT HIV, 

& HAVING SAFE SEXUAL RELATIONSHIPS:
A GUIDE FOR PEOPLE WITH HIV IN THEIR TEENS AND EARLY ADULTHOOD

National	Children’s	Bureau	project:
•Looked	at	broader	challenges	in	late	adolescents
•Produced	‘Yoour	Life’ leaflets	13-25	year	olds	covering	growing	up,	work,	
careers,	education,	rights	and	talking	to	others.

http://www.chiva.org.uk/resources/young-people-information/

SHARING IN LIFE
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So you are HIV positive and are thinking about telling a 
friend, sexual partner or family member that you have 
HIV? 

WHAT MIGHT YOU NEED TO THINK ABOUT?

 Why might I want to tell someone  
in my life that I have HIV and what  
things do I need to be prepared for? Page 3

What about my family? Page 4

How can I plan to tell someone  
and what might happen after I tell? Page 5-6

I want to tell my sexual  
partner – when might I do it? Page 9

 What if the condom came off or  
broke, or we didn’t use one? page 10

What does the law say about  
sex for people with HIV? page 11

This leaflet is a starting point to answering these 
questions, and will direct you to support and further 
information. Download other leaflets on life for young 
adults with HIV from NCB.org.uk/LifeLinks or get them 
from clinics or support services.

Want to hear from other young people with HIV?  
Look out for the yellow boxes.

‘Your	Life’ transition	project



NCB.org.uk/LifeLinks

INDEPENDENT    
LIFE LEAVING HOME AND STANDING 

ON YOUR OWN TWO FEET:
A GUIDE FOR PEOPLE WITH HIV IN THEIR TEENS AND EARLY ADULTHOOD 

SHARING IN LIFE
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So you’re thinking about leaving home to live 
independently, or have already left, and you have HIV?

WHAT MIGHT YOU NEED TO KNOW?

Do I have to change my hospital  
or GP if I move to another area? page 3

How can I find somewhere to live? page 4 

How can I cope with sharing  
accommodation and being  
independent? page 5

How might HIV affect getting 
a job and working? page 7

Where can I find work opportunities? page 8

What kind of welfare benefits  
might I be able to get? page 8

Who might I want to tell about 
my HIV, and how can I do this? pages 5 + 7

Want to hear from other young people with 
HIV? Look out for the yellow boxes.

This leaflet is a starting point to answering these 
questions, and will direct you to support and further 
information. Download other leaflets on life for young 
adults with HIV from NCB.org.uk/LifeLinks or get them 
from clinics or support services.

NCB.org.uk/LifeLinks

STUDENT
LIFE GOING TO UNIVERSITY 

OR COLLEGE: 
A GUIDE FOR PEOPLE WITH HIV IN THEIR TEENS AND EARLY ADULTHOOD

STUDENT LIFE
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So you’re thinking of going to university or college and 
you have HIV?  Great. Lots of young people with HIV 
have done this.

WHAT MIGHT YOU NEED TO KNOW?

Do I tell my uni or college I have HIV? page 3
What will it feel like  
living away from home? page 5
Do I have to change my hospital  
if I move to a different area? page 7
How can I remember to take my meds? page 8
What support and money can I get while  
I study? page 9
Do I need to tell sexual partners I have HIV? page 10
Does HIV affect what or where I can study? page 11

This leaflet is a starting point to answering these 
questions, and will direct you to support and further 
information. Download other leaflets on life for young 
adults with HIV from NCB.org.uk/LifeLinks or get them 
from clinics or support services.

 Want to hear from a young person with HIV who is 
at uni? Look out for the yellow boxes.



Treat	Me	Like	This

CHIVA	Youth	
Guidelines	Group	
Project	2015

• How	they	wanted	to	receive	
information	on	sexual	health	and	how	
these	conversations	are	held	in	clinic.

• Information	and	support	on	
medication	adherence,	and	transition





Guidance for Clinics on Transition
Amanda Ely: July 2015. 

This guidance on transition was provided by young people living with HIV as part of the “Treat me like 
this” Youth Guidelines Group Project.  

Young People described the positive aspects of their experience of attending paediatric clinics, which 
included:

 ���&IMRK�EFPI�XS�EGGIWW�GPIEV�MRJSVQEXMSR�SR�QIHMGMRI
� ���*VMIRHP]�WXEJJ��WIIMRK�JEQMPMEV�JEGIW�IEGL�XMQI
� ���&IMRK�VI[EVHIH�JSV�XEOMRK�QIHMGMRI
� ���7XEJJ�FIMRK�TVSXIGXMZI�SZIV�]SYV�LIEPXL��JIIPMRK�PSSOIH�EJXIV
� ���,EZMRK�I\XVE�XMQI�MR�ETTSMRXQIRXW
� ���;SVOMRK�[MXL�]SY�ERH�]SYV�TEVIRXW
� ���&SSOMRK�]SYV�ETTSMRXQIRXW�JSV�]SY
� ���9RHIVWXERHMRK�]SYV�TVSFPIQW�ERH�FIMRK�EFPI�XS�KMZI�EHZMGI
� ���&IMRK�MR�GSPSYVJYP�ERH�MRZMXMRK�IRZMVSRQIRX

Those who had transferred to adult clinics described some key differences:

 ���=SY�EVI�I\TIGXIH�XS�FI�QSVI�MRHITIRHIRX�
� ���8LI�GPMRMG�MW�PIWW�RSMW]�ERH�GEPQIV
� ���-X�MW�PIWW�JYR�
� ���8LIVI�MW�RS�JSSH�
� ���1SVI�TISTPI�]SYV�EKI
� ���-X�GER�JIIP�YRGSQJSVXEFPI�ERH�E[O[EVH
� ���(SGXSVW�VIP]�SR�]SY�XS�PSSO�EJXIV�]SYVWIPJ�¯XLI�VIWTSRWMFMPMX]�JSV�]SYV��
� LIEPXL�GLERKIW
� ���=SY�LEZI�PIWW�ETTSMRXQIRXW��XLI�EHZMGI�MW�HMJJIVIRX��]SY�GER�FI�WIIMRK��
 different doctors
� ���6SSQW�EVI�RSX�GSPSYVJYP
� ���-X�MW�QSVI�³QIHMGEP´

Young people have come up with some ideas on how clinics can support the transition of a young 
person from peadiatric to adult clinic. 

 ���4ISTPI�WLSYPH�FI�EWOIH�½VWX�MJ�XLI]�JIIP�XLI]�EVI�VIEH]�XS�QSZI�SR�XS��
 adult clinic

� ���8V]�XS�IRWYVI�E�TEVIRX�SV�GEVIV�EXXIRHW�XLI�½VWX�ETTSMRXQIRX�[MXL�XLI��
� ]SYRK�TIVWSR�MR�XLI�EHYPX�GPMRMG�

� ���8V]�XS�OIIT�WYTTSVX�JVSQ�XLI�GLMPHVIR´W�HSGXSV�KSMRK�JSV�E�[LMPI

� ���8VERWJIVMRK�XS�EHYPX�GPMRMG�[MXL�E�JVMIRH��[LIVI�TSWWMFPI��GER�FI�LIPTJYP���
� -X�QE]�FI�TSWWMFPI�XS�QEOI�E�TIIV�PMRO�[LS�GER�EXXIRH�ETTSMRXQIRXW�[MXL��
� XLI�]SYRK�TIVWSR��

 ���,EZI�E�PIE¾IX�JSV�XLI�]SYRK�TIVWSR�[LMGL�MW�E�KYMHI�XS�XLI�GLERKIW����
� [LMGL�[MPP�XEOI�TPEGI�[LIR�XLI]�QSZI�GPMRMGW

� ���(SGXSVW�RIIH�XS�FI�JVMIRHP]�XS�RI[�TISTPI��LEZI�WSQISRI�XEPO�XS�TISTPI��
� [LS�LEZI�NYWX�XVERWJIVVIH�XS�EHYPX�GPMRMG

� ���3JJIV�]SYRK�TISTPI�E�XVERWMXMSR�PIXXIV�MRGPYHMRK�E�XVIEXQIRX�GLEVX�[LMGL��
� MHIRXM½IW�XLI�QIHMGMRI�XLI]�LEZI�XEOIR��WS�XLI]�GER�XEOI�XLMW�XS�XLI�EHYPX��
� GPMRMG�[MXL�XLIQ��

� ���%HYPX�GPMRMGW�WLSYPH�GSRXMRYI�XS�SJJIV�XSTMGEP�EREIWXLIXMGW�FIJSVI�XEOMRK��
� FPSSH��

Transition:	
http://chiva.org.uk/files/1014/5079/3341/Guidance_for_Clinics
_on_Transition.pdf
Sexual	health:	
http://chiva.org.uk/files/7414/5207/6372/Guidance_for_Clinics
_on_Conversations_about_Sexual_Health.pdf



What	Young	People	say	is	unhelpful at	clinic

• When	my	doctor	gets	angry	with	me	if	I	miss	a	dose	– it	
is	really	stressful,	telling	me	I	am	going	to	die…..

• I	will	lie	a	bit	about	how	many	doses	I	have	missed.	I	
have	had	to	because	I	feel	under	pressure	from	my	
doctor.	

• They	need	to	put	themselves	in	my	shoes
• They	don’t	really	appreciate	how	difficult	it	is	to	take	

medicine	every	single	day.
• When	I	take	my	tablets	it's	the	only	time	I	really	think	

about	HIV
• When	my	doctor	asks	me	if	I	have	any	questions	I	

always	say	“no” even	though	I	have	loads.	
UK	YPLHIV





What	should	YPLIV	EXPECT	from	Transition	Process?

• Gain	more	control	over	their	health	(	but	also	may	
need	support)

• Be	treated	as	an	equal	partner	in	their	healthcare
• Have	appointments	without	parent/guardian
• One-stop	shop	services
• Be	listened	to,	say	what	they	need	in	this	process
• Plan	ahead	and	think	about	how	they	will	be	
supported	to	live	on	their	own	and	have	a	family	of	
their	own	who	go	on	to	have	families	of	their	own

REALITY	CHECK:	
What	stops	young	people-centred	healthcare	provision	
where	you	come	from?

•Countries	have	varied	ages	in	which	a	young	person	
can	consent	to,	or	access,	medical	treatment	without	
parental	consent.
•In	small	cohorts,	rural	setting,	resource	poor	setting,	it	
may	not	be	possible	to	have	adolescent	clinics	and	one-
stop	shop	services.
•In	some	cultures,	it	may	not	be	seen	as	acceptable	for	
under	18	year	olds	to	access	care	independently.
•YOU	CAN	ADD	TO	THIS	LIST......



HOW	CAN	THIS	CHANGE?

Produce	a	‘national	charter	for	YPLHIV’ with	simple,	achievable,	rights-based	requests	and	
ask	key	health	care	providers	and	politicians	to	endorse	this

Produce	simple	outlines	of	making	a	clinic	YP	friendly.
Example:	If	there’s	no	youth	clinic,	have	one	day	a	month	which	is	mainly	the	youth	clinic	
day.		On	that	day,	put	up	some	‘youth’ posters.

Transition:	gather	experiences,	including	those	who	moved	to	adult	services	and	were	lost	
to	follow	up,	stopped	ART.	Written	up,	recorded.	This	is	evidence	and	given	to	people	who	
can	influence	changes	in	healthcare.

Lobby	for	law	change	on	the	age	of	consent	to	treatment.	Work	with	key	national	
children’s	organisations	– this	is	not	just	an	HIV	issue,	but	a	sexual	health	and	
human/children’s	rights	issue.

CULTURES	DO	CHANGE



Thank	you!

Amanda	Ely	
Amanda.ely@chiva.org.uk

www.chiva.org.uk


