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Making a difference together

Louise Wright, Action for Pulmonary Fibrosis

Stef Cormack, Action for Pulmonary Fibrosis
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System wide approach to improving care for anyone affected by ILD

What is #OneVoicellLD?

ILD, interstitial ling disease.

Wkythinking. com.



Video provided with permission by speaker.



Send comments on the draft pathway to

Opt|ma| integrated C|inica| pathway for LD sue.thomas@healthcare-consulting.org.uk
by 20t October 2023

Tier 1/General local respiratory Tier 2 & 3: Secondary care Tier 4: 24 Regional specialist ILD centres

Investigations

Breathlessness
pathway

Investigation

l Supra special services
CT scan, lung function,
bloods, ILD blood

Referral for diagnostic MDT discussion MDT clinic . .
" . . " Diagnosis
confirmation (virtual/in-person) assessment
screen T
----------------------------------- Sifting out ---

Assessment

Pulmonary

Lung Referral Shared care for comorbid diagnosis hypertension uni
cancer from secondary/
screening tertiary care Respiratory Rheumatology NRCLDC, e.g. LAM

C

Di tic hub
lagnostic . ! Medical oncology | Opthamology
(ILD screening) Treatment
Gastrology Nephrology abnormality cl

ermatology | Neurology
y Vv

Shared care across Tiers 4, 3, 2 and 1/ Ongoing management:

Non-pharmacological treat Supportive care Pharmacological treatment Lung ti plant

« Pulmonary rehabilitation * Peer support/voluntary sector, * Immunosuppression « Eligibility « Eligibility

* Symptom management i.e. Action for Pulmonary Fibrosis « Corticosteroids « Consideration at all stages « Initial discussions

* Psychological care * Psychological care « Antifibrotic * Pre/post management
* Oxygen

Palliative care

ILD nurse specialist Advanced nurse practitioner ILD specialist pharmacist Psychologist Respiratory OT Physiotherapist Dietician

BTS registry / NHS data dashboard

BTS, British Thoracic Society; CT, GP, general practitioner; ILD, interstitial lung disease; LAM, MDT, multidisciplinary team; NRCLDC, National Rare Cystic Lung Disease Centre; OT, occupational therapist.



mailto:sue.thomas@healthcare-consulting.org.uk

A.f Here to help

Pulmonary
Fibrosis

« Simple online referral form
» Personal contact

« Support, trusted information,
education

» For everyone - not just digital
« Regular news and updates

» Latest research news

« Add voice to campaigns
 Link in with support groups

®) . f
() Searchssite Home Healthcare professionals

Action for Information & support  Research

Pulmonary Fibrosis Get involved About us
Making a referral to APF

Action for Pulmonary Fibrosis works in partnership to offer its information
and support services to people affected by pulmonary fibrosis, their carers
and family members. As a healthcare professional please complete this
quick form to make your referral

About the person you are referring
Title choose title

First Name*

Last Name*

Email*

Confirm Email*

Phone*

Country (None Selected)

Address Lines

City/Town/Distril
State/Province/R
Postal Code
County

year of birth* (None Selected)
Ethnicity type * | (None Selected)

Their connection to pulmonary fibrosis
The person I am referring...*

has Pulmonary Fibrosis

cares for someone with pulmonary fibrosis

is a friend / family member of someone with
pulmonary fibrosis

Other

HCP referral *

Permission given for us to make contact with the
individual

About you, the referrer:
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Action for COmlng tO YOU

Pulmonary
Fibrosis

Fire alarm

e Qutreach in clinics and wider

If you have pulmonary
fibrosis (PF) then we
are here for you.

- Personalised, tailored support for | T 6 v 0 4 [ @
people with PF and families R ——
through the whole journey

» Reaching a wider demographic

» Scaling up

» Talking PF 30 November 2023
and 2024



Home Healthcare professionals

Action for Information & support Research
Pulmonary Fibrosis Get involved About us

Donate

Di' oyer information, tools and resources for he pfessionals
working with pulmonary fibrosis




. “"When I noticed you going round speaking to everyone, I
T was really hoping you would speak to me and my mum.
imonan When you did it was the best thing and really helped”

Pulmonary
Fibrosis _ o
J who we met in clinic at Guys

YIOU rle rea(ljlyk_redally “I’ve been glued all day. A “The most
Ovely and kind, really helpful and moving

positive day

fthank”_;:]ou Sﬁdmluc:q event. Seeing all that goes _I've ha_d
ol Cellinky); & a on to improve our disease, since being

Iooking_forwgtrhd B I am humbled. I don't feel diagnosed
SPEZf:ine%c\;velr" a so lonely now I've seen with IPF
your faces” Talking PF

94-year-old referred Talking PF 2022 2022
from Glasgow




Get Involved

¢ Join us at the next OneVoicellLD
meeting at the British Thoracic
Society Winter Meeting

eHelp your patients and carers
access support at diagnosis

To register for

OneVoice
Winter
e Regularly check our HCP Hub for Meeting 2023,
helpful info please scan

QR code:




