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Delays in Diagnosis is one of the identified reasons for these early
deaths.

PEOple Wlth a The new Purple Folder aims to help reduce these delays by:-

learning disability
. Providing health professionals the Information they need to make
dle dan average Of personalised reasonable adjustments and understand the persons ways

arOund 25 YearS of communicating

younger than the Provide a clear document to help the person, and those that support
rest Of the them, to be empowered to ask for the reasonable adjustments and
communication methods they need, within the legal framework the

POpUIatiOn Ta the health profession has a duty to follow.

UK
[LeDeR 2019]
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Please stick a photograph of the
owner of this Purple Folder in this
space.

This is reslly j0ReOant so hesith
professionals can see what they are like
wihen they sre healthy and heppy.

| have a video of me on my best day, you can watch this by

videos in vy smart plione
My name is Alfred Smith

The name | like to be called 7

| use a Health App: Yes / Ne

Details: T use +the NHS fpp

For those supporting the completion of this Purple Folder:

Itis essential that the i possible. Pages must
be reviewed every yesr st the time s check. the revi be recorded
on

The initial Changes

eQUALITY

Mental Capacity to understand Data Protection
Relating to My Purple Folder

This Purple Folder is a record of the owner’s health and, as such, will contain confidential
and personal information. It is important that the person who owns it understands this and is
supported to maintain and store this folder safely.

If the owner does not have the capacity to understand the information stored and the data
protection risks then the people that support them will need to make a best interest decision to
hold, maintain and safe keep this foider.

Mental Capacity Assessment
Does the owner have the capacity to understand the following points?

*  This folder holds important health information about them, meaning anyone they give this
folder can read this information
It should only be heaith professionals and the people that support them who read and write
in this folder
The good thing about the folder is it will help health professionals know all the heaith
treatments they are having and will help them know what helps the person to accept heaith
treatment

If they think some of their health problems are very private and they don't want other
health professionals knowing about them, they can ask the heaith professional NOT to
write about it in their folder.

Could the owner understand and remember all this information about the
Purple Folder?

Yes / No (please delete as appropriate)
Please detail how they communicated to indicate this in the box below:

If the answer above is no, and they are not likely to be able to gain capacity to understand
with more time then the people who support them need to make a
Best Interest Decision.

* Does this person's leaming disability mean they have barriers to receiving
good healthcare?
Could the Purple Folder help health professionals support the person and reduce the risk
of delays in treatment and/or diagnesis? For example, this person may need altemative
means of communication, have a reluctance to accept health interventions, difficulties
understanding the risks and benefits of investigatior , reasonable
requirements and additional support needs.

If yes, then a Purple Folder will be in their best interest to reduce the known risk of
delays in health care diagnosis for people with learning disabilities.

Data Protection
The nisks associated with data breach need to be considered and a plan agreed.
1. Where will the file be stored that will mitigate the risk of a data breach?

2. What steps will be taken when going out with the folder to ensure it is kept safely
and retumed?

3. If a health intervention of a personal/sensitive nature happens, the people who support the
person and the health professional involved should discuss whether it is in the person’s best
interest for this information to be recorded in the Purple Folder (weighing up the element of
whether other heaith professionals would ‘need to know’)

What has been done to ensure all who may support the owner to health appointments
understands this?

Owner’s signature (if they have capacity):

Completed by:

Role/relationship to the owner:

The Purple Folder and this Mental Capacity Assessment should be reviewed annually at
the time of the owners Annual Health Check.
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The first 3 Cover
The Standard Information —
name
ques next of kin AND key people
Cultural and religious needs
Benefits
There are now LPA

H My vital information for delivering healthcare
only eleven Vaccines e

Narme| ‘

core pages Allergies iyt

(He/ShelThey):

PlUs ...

NHS No: | ‘ Elhnic‘rly:|

Name | like to
be calied

I’ have an active DNACPR in place. See guide. 0 YES

Details:

Date of birth;

O NO

Spiritualicultural needs:

I receive Benefits: O YES 0 NO

Details:

NI Number: ‘Reli ion |

Languages | understand (including Makaton):

GP Name and Address:

I believe | am allergic to these drugs:

Next of kin details:

Home|

Is your next of kin actively involved in your life? O YES
Details

Other Key Contact Details:

Tel:|
A

Who they are to me:

eQUALITY
or people with learning | give permission for health professionals to talk to these people
about me:

OYES ONO [ Best Interest consideration
Continued Overleaf

I believe | am allergic to these foods:

Name 1like to Date of birth:
be called

Lasting power of attorney for health & welfare/personal

welfare deputyship

Does anyone have lasting power of attorney/deputyship for your
health needs?

Circle or highlight the answer below:
OYES DONO
If YES store a copy of the lasting power of attomey/deputyship with this
document and record here the name & contact details of your attomey/deputy
Name | | Telephone
number:

Address: ‘

The nature of my learning disability

Brief overview of your diagnosis andior how the leaming disability impacts you in
everyday life. Please highlight any essential information e.g. triggers or indicators
that you may become so anxious you could harm yourself or others

[ Vaccines

Annual Flu Vaccine dates \

Was Flu given via nasal spray 0 YES 01 NO

Cowid-19 Vaccine dates.
Covid-19 Booster Vaccine dates

HPV Vaccine dates

Childhood Vaccines received e.g. Diphtheria, Polio, Measles, Mumps,
Rubellaetc O YES 0 NO

Pneumococcal Vaccine dates

Last Tetanus date

Continued Overleaf
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It T am stiff aud red in the face
— reassure me and ajive me time
+o settle into the ewvironment
and accept why T am there.

Reasonable

Adjustments
Equality Act

When you meet me Talk +o me
first — reassure me that you
are someove T can trust and be
comfortable with — stroke my
hand as vou speak THEN talk
+o wmy family

Give wme time to calm down
when I am anxions — talk
+to me and reassure me
that its all OK.

Name I like to Date of birth:

be called

The reasonable adjustments | need to be help me accept health
appointments, investigations, and treatment (in line with the Equality Act 2010)

0 Think about T.E.A.C.H — Time, Environment, Attitude, Communication and Help —
see guidance notes

If you need +o do physical checks ask
my family to prepare wme for this -
+they will +alk to wme to reassure wme
and use some Makaton and gestures.
Please take their lead and nse wirror
their communication,

If I am avxious,
T will rock and
groan - aive me
oan update on
what is happening
and see if T want
to go outside
while T wait so T
can use nature to
help me calm.

If I say I don't want you to
do something, calmly explain
+o me what wy choices are
and wmake sure T understand
WHY vou veed +o do it and
what the risks are for wme if
you dow't do it

Hertfordshire




Communlcatlon Communication sewt to me is opened and managed by

my parents as T live with and am cared for by thewm.

ACCESSIble WMy sister is also a strovg advocate for me and can

T make a loud squeal sound when T
am excited and T grit my teeth and
e make a low grow! sound when T am
. j wihappy or scared. T+ is important
Informatlon to ackvowledge that vyou have

Standard The communication needs | have to be able to accept Health appointments, understood we and can reassure me.
investigations, and treatment (in line with the Accessible Information Standard
2016)

1. Identi 0 See guidance notes — make sure the GP practice and social care (if involved with you) are -
- Identify aware of these communication requirements and have them flagged on their system. ITC T am anxions, ask

Wake sure someone calls me
if T dow't follow up, v case T
have forgottenw what T was

4. Share
P

5. Act 1

Send any letters to Javice at

i i
appy Homes as well as +o me Hertfordshire
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Name

i Helping you to understand me

Top tips on supporting me within health settings 't R
10 Wiite information that would help someone who had never met you before to know how
1o help you o Make you feel at ease and reduce aniety if you were in 2 strange health
‘environment.

Helping you to understand me

T am usually someone who smiles and

T T. t chats and yon would not know I had a
Op lps O == , learning disability. Tf T am rocking,

et s o oo et blinking, looking around, twitchy then T am

Support T L b I /\1Xi0vis, S0 T need reassuring o help me

WI I H I N How 1 use the toilet, wash, and dress

Moving around and mobility

11 am not happy having blood tests andior injections, please see ‘reluctance to

accept blood taking or injections’ page for information on how to support me. H e | p m e 'I'O

Any other equipment | need and what they are used for

H ealth L ———— understand you

speak softly

Se.ttings — keep it simple

stroke my hand

give me an anra of you being

Eating and Drinking A A
ﬁ?““‘“—!_“’_ o At home T can eat and drivk without any help. Tf T am SR tTough body

uwell and v a strange place T will need reminding +o b GG
drivk more, T will need encouraging at each mealtime Acknowledae you nnderstand my
abount why it is important to eat and someone +o check T noises and movewment

have eaten and praise me. T will need someoune o make
Hertfordshire sure T eat the meals and dow't just eat rubbish swacks. I@I




Barriers and fears of Health Signs of being unwell or in pain
investigations and ways to

overcome them I become lethargic and sleep a lot [T am generally awake
all day]

New experiences and people: I don't make eye contact, am quiet and ot moving as
Sit with me much.

Talk to me and Explain what s happening and what will
happen next

use my lava lamp and music app

stroke my ha no and use nonverbal communieation and volce
tone to help me feel safe.

T am less resistant +o things happening to me and don't
use all my commumication methods.

Ask me to show you my video - this is 15
secondls Long and will help You see how t am whew | am well. It
Ls on my phone. Showing You this, will also help make me
calm.

OR

General Health appointment anxiety

If  am showing anxious behaviour:

Sit with me

explain what is happening and what will happen next
Distract me by talking about my dog

Whewn | am well, [ can communicate fully. Most people would
not Rnow | have a learning disability. | behave in the same way
you would expect any other persown to behave. L am fully mobile. (
90 for Long walks and bike rides.

f possible, have one person stay with me L am generally a very happy, polite and talkative person who

Allow me to go outside so | can use breathing and calm

can join tn any Level of conversation.
myself by looking at nature

Hertfordshire




Name I like to Date of birth:
be called
My baseline health measurements

© This information is to be updated annually with the Annual Health Check. Please use
additional recording pages if these are being measured more frequently (i.e., weight
management)

Date Health Appointment Record

To be completed by the heakth professional on each visit to a GP / Nurse / Hospital / Dentist / Optician
Please provide only basic information to identify the health issue and the health service provided (with the individual's consent).
Weighl Please avoid g details of health

if any information changes do not cross out or erase. Complete a new sheet and store the old one securely.
BMI Name | like to Date of birth

BMI Classification be called

Name of

Reason for Appointment
Health Contact Details o
Blood pressure Professional . =

Pulse

Oxygen
Saturation

Respiration

Height

If | were to become very unwell suddenly, these are the things
| need

0 See guidance notes to see who also may require additional information

O | have an End of Life plan in place
See guidance to establish who should have an advanced care plan.




o)

Arruiol Health Check Preporation Farm

/ STAY HEALTHY AT HOME

N CHECKLIST

Your GP surgery wants
you to stay healthy

gll year round

Please go through this checklist of things you can |

do 1o help you stay healthy at home. Keep it safe

in the Annual Health Check section of your Purple
Folder.

O

FOR WOMEN of ofl oges
T will start tu check my breasts once o month. T will download the
Svaant chiching guids
everyone, To some level, can Keep an eye out for any changes.

FOR WOMEN WHO 4RE 25 YEARS OLD
When I get invited for my cervical screening [or if T have missed it
dlready] T will download the cervical screening guide and watch the
cervicol screening videe on the LD My Heslth web poge to help me.
understand about why it s needed and what the risks are if T dodt
have it. T T am worvied abou this or darit under-stand then I should
speak 1o my 6 who could refer me 1o the Health Equalities Nurse.
to helo me make sure all cptiors hove been explored.

VFDE WOMEN WHO ARE 50 YEARS OLD

When I get rvited for my breast screening [or if T hove missed it
«clready]. T will downlood the breast screening bookdet on the LD
My Health web poge 1o help me understond about why it is needed
and what the.risks are if T don't have it. TF T am worricd about this
or danit understand then T shauld speak fo my 6P who could refer
me 1o the Health Equalities Nurse 10 help me make sure.ll sptions

CRr N3]

Urine Colour Chart

i

u Are You Drinking Enough?

110318
normal wee ™

Q)

®

That means you need to
drink more water.

If it doesn’t become a

have been explored, better colour then tell
somecne as you may

hese quides need to see your
Annual Health Check Page

= \/ doctor.
E :
O This page is for logging important information about my annual health check which must be updated annually, ] g : .

Date of last Annual | Was an Annual Health | Date Annual Health Date Baseline Date Purple Folder Name and role of person filling in
Health Check Check Health Action | Check Health Action checked s section
(¥/N) | Plantasks in Purple Folder front | following Annual
1f no, dato followed section (YMN) Health Check (All
up with GP Purple Folder

FOR MEN of all ages

prnt 1

Information must be
checked and updated
annually)

But Good Collaborative working
across 365 days a year,

using Connected Lives Principles
can be the difference

Between Avoidable Deaths and
early Diagnosis

Hertfordshire




Name 1 like to Date of birth:
be called

Additional health conditions/health
eQUALITY intervention support

7 with lea

O Health professionals use this page to summarise your specific medical interventions and the
reasonable adjustments you use to enable this.

Area of Health:

(e.g Epilepsy/Physiotherapy
for respiratory/SALT)
Health professionals
involved, names and
contact details:

Start date/timeframe

The NEW Additional of intervention:
Pages E:;fh";::;frvemiom

Medication/medication
plan (if applicable):

Top tips/reasonable adjustments to support the delivery of this plan (for
use should a different clinician be required to pick up this role):

O (See guidance, remember to consider all areas of TEACH and whether adding photos will
aid someone to support this person in your absence.)

Hertfordshire




The New Additional
Pages

eQUALITY

Name I like to Date of birth:
be called

Your health plan after today’s appointment

Today (date) |
I have seen you forI ‘

We have agreed:
© (Please write in simple language with clear handwriting and drawings if necessary, what the
person needs to do, any medication - the exact details of how to take etc. Before they leave,

ask them to repeat the plan to you, ensuring they have understood. If there is doubt about
whether they fully understand, establish who supports them, and whether you can contact them.)

This will help you:
© (Please list why this is of benefit to their health in simple language.)

Things to look out for:
© (Please list possible side effects or anything that means they should get urgent help, and
what they should do.)

After this, we will:
O (Please write what they need to do/if there is a follow up plan or if they are not better
following the above.)

© Note to health professional — If you are concerned the person does not have capacity to
understand and consent to this plan, then your clinical decision is being made in the person’s
best interest. For complex decisions, you may choose to link with the key people in the
person’s life to support you in making this best interest decision.

Hertfordshire




Name I like to Date of birth:
be called

Reluctance to accept blood taking

o £
A= i R
or Injectlons ‘

Historically, have you had the capacity to understand the reasons bloods
need to be taken/injections need to be given, and the risks to your health of
not having them?:

© (Please give some examples from the past of the level of understanding you had for the
REASONS for a blood test/finjection and risks of not having it.)

The New Additional
Pages

If you have historically had capacity to decide to have blood tests/
injections, what were the best ways to support you to have these?:

© (e.g. playing music, distraction, specific venue, specific person, shielding so you can't see,
gentle holding or sedation etc)

If historically you did not have capacity and a best interest decision was
made on your behalf with injections/blood tests, what were the least
restrictive methods for achieving these?:

© (e.g. playing music, distraction, specific venue, specific person, shielding so you can't see,
gentle holding or sedation etc)

Hertfordshire
?QU LITY

Jor people with learning
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The New Additional
Pages

vith learning di

eQUALITY

Name I like to Date of birth:
be called

Support with helping assess mental capacity

for specific health investigations/treatment.

© Remember that it is assumed that all people have capacity to make decisions, but where
somebody who has a leamning disability who MAY NOT have the capacity to weigh up the risks
and benefits for a specific health investigation or treatment and May refuse essential treatment
WITHOUT understanding the risks of that decision, then a MENTAL CAPACITY ASSESSMENT
SHOULD BE MADE by the HEALTH PROFESSIONAL

Ifit is safe to delay treatment and allow time to support the person to make an informed
decision, then the Health Professional should seek the support of the pecple who know the
person best to take time to communicate with them in the most effective way and environment
for that person.

[PLEASE NOTE - This form is NOT for use when there is immediate risk to health. In that
circumstance the assessment of capacity will need to happen immediately and where it

is agreed that the person does not have capacity to make an informed decision for this
investigation / treatment then a Best Interest Decision would be needed immediately]

1. [To be completed by requesting Health Professional] Medical intervention/treatment
required/recommended and DATE:

2. [To be completed by requesting Health Professional] Exact questions and answers the
health professional will be assessing capacity against:

0 2 g. Covid Vaccine — the person will need to understand that 1. Covid is a nasty illness that
people can die from. 2. The injection helps reduce chances of being very poorty if | get Covid.
3. More people with leaming disabilities die from Covid than those without leaming disabilities.
4. The doctor thinks it is a good idea for me to have the injections.)

Name I like to Date of birth:
be called

3. [To be completed by requesting health professional] What is the timeframe for the people
who know this person well to return this information for the health professional to make
the mental capacity assessment?:

4. [To be completed by People who know this person well] Following support to the person
Note the ways that the information was communicated, the number of attempts, what
the person's responses were and the level of understanding these responses indicate
the person had:

© Medical professional —the assessment of mental capacity remains a clinical decision,
it is your clinical judgement whether the information provided is enough for you to make this
assessment or whether you need further face to face to confirm, before moving onto a best
interest decision (if they lack capacity).




Purple Folder Handover Agreement

Where someone does not have capacity to look after their own Purple Folder and
keep their personal information safe, then this form can be used as a receipt for those
supporting them.

The Purple Folder contains confidential information. Therefore, if lost, this is a breach of GDPR
and must be reported and treated in line with Data Protection policies/procedures.

This receipt should be completed whenever the Purple Foider owner is admitted to Hospital
or goes to stay in a different home environment, temporarily or permanently, and takes their
purple Folder with them.

The person relinquishing the folder should ensure this is completes and keep it as receipt/
evidence of the Purple Folder now being the responsibility of a different organisation.

If the person later retums to their home and the Purple Folder is retumned, then again this
should be completed as receipt of its retum.

with learnin

eQUALITY

/

I,
S a fe (name of person who supports the Purple Folder owner and is handing the folder)

State that this Purple Folder, belonging to
(name of the person that the Purple Folder contains the health information of)

Handover |

has been handed over with the relevant information to
(name of the person receiving the folder)

Job role:‘

Of establishment/ward |

soned|
(person handing over the folder)
Print name: ‘

Role/Relationship to the Purple Folder owner:[ . H e rtfo rds h i re

Date | |

Signed l
(person receiving the Folder)

Print name: ‘

Role/Relationship to the Purple Folder owner: *

Date |




The Purple
Folder is now
in A4 only

The folder will be supplied with the inserts BUT all pages will
NOT be included as it was requested that these are available for
completing electronically and self prinfing.

All pages will be available on

The NEW Pages will SOON be updated on there.

If a person has absolutely no access via friends family or people who
support, to complete electronically and self print, then we will print a set
of blank pages for hand written completion

The Guide and webinar on how to complete the Purple Folder WILL be
made available on the website too

e




Th P I The Purple Card is available
IN ADDITION
e Urp e to the Purple Folder for people
who are likely to be out and
about Independently
It is NOT aimed to replicate or
replace the Purple Folder, but

¥ ez _ =

By PupleCord sr—— 2 Ji gives immediate information
J% Lo on reasonable adjustments ﬁwu“m
{

R | fﬂ““ where someone may not have
x — : I-'_‘:f'&l:_"'.E:

= e '! either their Purple Folder OR a
S Meewown person supporting them in a

sudden health change
situation 3
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NHS As we have around 4000 Purple Folders in circulation it is a BIG task to

get them all replaced!

You can :-

Await dates when we will have open days in Stevenage and Apsley to come and collect
the new folders for people you support, bringing their full names and date of birth.

Wh a t N e Xt 2 contact us by email at and state the full name and
. DOB'’s of the people who have Purple Folders that you are replacing and we will get in
touch to arrange receipt of these

If you have a Social Worker or Community Learning Disability Nurse due to visit you,
you can request that they bring a replacement for you and log this.

You can email or message to propose another option !

You can request Purple Cards for people who are independent at the same time

T an Hertfordshire




