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Families of Deceased Donors

Liz and Jess’s story (5 min video)

In this video, transplant recipient Jess and
donor family mum Liz explore the power
of words. Jess’s life was saved by a family
like Liz's agreeing to organ donation.

https://youtu.be/xCisLYVuiJw
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https://youtu.be/xCisLYVuiJw

Why write?

Writing to your donor family, or
a recipient of your loved one’s
donation is often very much
appreciated

w

Increases the quality of the
donation experience, hence
spreading the word of a
positive experience, and
influencing further people to
donate

NHS

Blood and Transplant

>

We understand that writing
your letter, card or email can
be a very emotional and
challenging experience and
we're here to support you.
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Key points

Donor families or transplant recipients can make the first
contact

You can write a letter, card or email, and send
photographs

Correspondence can go to your transplant centre, or the
Donor Family Care Service team via post or email

I's never too early or too late to write
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What is the process?

Write your letter, card or email. Avoid sharing any information that would make you personally
identifiable

Your correspondence will be read by your transplant coordinator or a member of the Donor
Family Care Service team, to check it doesn’t reveal identifiable information

A photocopy is kept on file for future reference

The Donor Family Care Service match your correspondence with your donor

Transplant recipients or a member of the donor’s family are told that correspondence
is available to them, depending on who has made contact first

If the person wishes to receive your correspondence, it is forwarded in a separate envelope to be
opened at their discretion
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What to write o

Blood and Transplant

Information
about your
social life,
hobbies,
children or
partner if
you would
like to

How long
you waited
for
transplant
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NHS
Leaflet Blood and Transplant

Blood and Transplart

Writing to your donor
family to say thank you

“Writing to your donor family” leaflet -
detailing the process of how

recipients can correspond with donor
families. To order hard copies please email
leaflets@nhsbt.nhs.uk quoting the
reference OLC number on the back of the
leaflet when ordering

https://nhsbtdbe.blob.core.windows.net/umbraco-assets-
corp/25265/inf1407 .pdf



https://nhsbtdbe.blob.core.windows.net/umbraco-assets-corp/25265/inf1407.pdf

Social
Media

+ Be sensitive to donor family
* Never share any donor details

* Don’t share dates/times or
locations of tx on social media

+ Recipients may open themselves
up to unwanted contact from
donor family or media

* Focus needs to be on recovering
from the transplant, not on
updating others

* Allow some time to pass before
sharing the story

¢ Paediatrics — donors are rare



Presenter Notes
Presentation Notes
INF1598 / INF1600


For
professionals

Pre transplant

— Introduce concept of saying thank you, discuss
social media guidance

Peri transplant

— Re-iterate social media guidance

Post transplant

— Explanation of correspondence process prior to
discharge, provide leaflet, donor details (if
requested), examples of wording

Follow up

— Donor Family Care Service




Meeting In
person

* No official guidance but
working group looking at the
need

* Small groups

* Bring support

* One off, not ongoing
relationship

« Can opt out any time
* Location mutually agreeable

* Consider virtual



Presenter Notes
Presentation Notes
	Making them aware they can opt out any time 
•	This doesn’t need to be an ongoing relationship, merely a one off session, but that is up to recipients / donor families involved
•	Bring a close friend or supportive family member along for moral support
•	Try and keep groups small, ie who attends with recipient and the donor family as not to overwhelm either party (this would be worth ensuring the donor side comply with this too, either by way of the recipient requesting this directly if they are in communication with the donor family, or by you as the clinical team liaising with the relevant SNOD supporting the donor family)
•	Ensure location is mutually agreeable and accessible location for all.  Recipients should communicate any health issues that may make travel difficult so that these can be accommodated
•	Perhaps a virtual meeting might be a good start, as it would (more likely)  ensure professional support for recipients from yourselves, and speed up the process of arranging a suitable date (also would eliminate travel costs)
•	Keep expectations broad of what you advise recipients to expect.
•	Maybe plan the event to last a couple of hours if face to face, with space for opportunities to break away for a breather if need be.
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Writing to Living Donors

Lisa Burnapp

Writing to your living donor

By letter, card or email - We're here to support you

&
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Background

A

Wirriting to your living donor

By letter, cardior email - We're here to support you

» Discussion at a ‘Give a Kidney’ charity AGM

» Challenging for recipients to know what to write

» Confusion over where to send correspondence due to previous deceased donation initiative
» Misdirected to NHSBT Donor Records dept. (Donor Family Care)

» Limited information & resources available to support communication between donors and

recipients of living donor transplants

» Some resources available/developed for clinical teams to write to donors
» Template letter for centres to adapt to local requirements

» Sheffield - ‘Daisy Chain’ Cards
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Why?

P s S

Key points

» Communication is not expected, but is appreciated by living donors
» We understand that there are many reasons why some transplant recipients feel unable to write
» Your donor will be able to choose when to open your correspondence, at a time that s right for them
« It's never too early or late to write

www.nhsbt.nhs.uk/writing-to-your-living-donor
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http://www.nhsbt.nhs.uk/writing-to-your-living-donor

NHS

Blood and Transplant

Original Working Group

* Lisa Burnapp

* Jen Hobbs

* Helen Dobson

* Caroline Basarab-Horwath

* Jen Lumsdaine

« Jan Shorrock

* Celia Kent

« Ewen Maclaen

Chair

Marketing and Campaigns, NHSBT

LDC, Newcastle W
LDC, Sheffield /M/ﬁ \‘

LDC and Living Donation Scotland
Executive Officer, Give a Kidney charity
Living Donor

Transplant Recipient and Advocacy Officer, Kidney Care UK
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Target audience

»Recipients of anonymous living donor transplants

* From non-directed altruistic living donors
« Through the UK Living Kidney Sharing Scheme (UKLKSS)

»Multi-professional transplant teams

«  Write to a living donor on behalf of the team
«  Writing to an unsuitable/non-proceeding living donor
« Confirm lines of communication: all correspondence via LDCs
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Resources

New webpage at:

Mever in my wildest dreams,
1

Email signature and screensaver for use internal and
external
® ———

Corvinilarung weiting 18 pinr living clewsod *
Wi are hasrs o supgeort yo

NHS

Blood and Transplant

Flyers to be included in
discharge packs for non-
directed living donor
recipients

[
Basd and Trimsanl it

Writing to your
living donor

4x daisy chain
cards for

coordinators to
send to living

Fim pratieats weh o roistond
i Uaraglan! bom a nen-direcied

Iing e o s il . donors depending

LK, Lising Kidney Sharing Schams

Q) 1 on the relationship

to the recipient

All printed materials available to re-order,
email
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Resources’

»\Why write?

» What to write

»What is the process?

» Where to send your correspondence

» Pl ) o010/318

e i
it Promotional film:
@ Ve www.youtube.com/watch?v=tZzCwUEYDal

"www.nhsbt.nhs.uk/writing-to-your-living-donor Yes | donate



http://www.youtube.com/watch?v=tZzCwUEYDaI
http://www.nhsbt.nhs.uk/writing-to-your-living-donor

NHS
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Access On-line Resources

* Watch the film

— www.youtube.com/watch?v=tZzCwUEYDal
— www.nhsbt.nhs.uk/writing-to-your-living-donor

 Order printed materials (cards and leaflets)

— www.odt.nhs.uk/living-donation/tools-and-resources/
— Email: leaflets@nhsbt.nhs.uk

(& s
Bonaed mrd Y arapbard
Consbdering writing to your lving donor ?
We are here 10 support you
“nabe % v o
. Aald At ub'erst g Ao your vy dotor 'E{_”___
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http://www.youtube.com/watch?v=tZzCwUEYDaI
http://www.nhsbt.nhs.uk/writing-to-your-living-donor
http://www.odt.nhs.uk/living-donation/tools-and-resources/
mailto:leaflets@nhsbt.nhs.uk

NHS
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Monitoring and Evaluation

We need your help:

« Use the resources available and re-order cards and flyers when they run out by emailing
leaflets@nhsbt.nhs.uk

- Make recipients aware of the initiative and guide them to the website for further information
« Keep a record of how many pieces of correspondence you are asked to pass on

- Keep a smile box @
« Provide feedback

« Via a short guarterly survey monkey about the above

« By email to, lisa.Burnapp@nhsbt.nhs.uk
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Next Steps

Following initial survey feedback
» Extended membership of WG to

» Review/amend/extend existing living kidney resources

» Review timing of recipient approach

» Embed in RC/LDC education
» Develop resources for living liver donors

» Resurvey December 2022
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Thank You.

Writingo a donor family errecipient

By letter,card or email - We're here to support you

https://www.nhsbt.nhs.uk/writing-to-a-donor-family-or-recipient/

Wiriting to your living donor

By letter, card or email - We're here to support you

https://www.nhsbt.nhs.uk/writing-to-your-living-donor
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