Because I Matter

World hospice &
palliative care day



| 310 X0 Xa L1 TetnT0) o NN NN 3

Lucy Watts MBE writes to
Dr Tedros, Director General of the World Health Organization.............. 4

Shayema Shafiz Sumy writes to
Mr Mohammed Nasim, Hon Minister of Health and Family Welfare,
Bangladesh .........eeiiiiiiiiiiiiiiieeee e 5

Helena Davies writes to
Rt Hon Penny Morduant, Secretary of State for International
Development, UK .......oooieuiiiiiieeeeieiniiiiieeeeeeesssiiireeeeeesssssnnssseeeeesssssnnnns 6

Ashla Rani writes to
Shri. Jagat Prakash Nadda, The Union Minister for Health & Family
Welfare, INAIA........covvvuuiieeeeeeeeieeiiieeee e et e e e e e e et e e eeeeeeeeraaaaans 7

Kate Swaffer writes to
Senator Hon. Anne Ruston, Assistant Minister for International

Development and the Pacific, Australia.........ccccuvvveeeeeeiirrniiiiiieeeeeennnnnnne 8

Petra Burger writes to

Dr Aaron Motsoaledi, Minister of Health, South Africa........................ 10

LOF: 11 IR0 T Tt (03 o L0 N 11
2

© 2018 Worldwide Hospice Palliative Care Alliance. All Rights Reserved (Company limited by guarantee, Registered in England and Wales No 6735120, Registered Charity No 1127569)



61.5 million people worldwide experience serious
health-related suffering which could be addressed
by palliative care. Unfortunately, less than 10% of
those that need palliative care can access it and
42% of the world’s countries have no palliative
care services at all. We know however from the
Lancet Commission on Palliative Care and Pain
Relief that an essential package of palliative care
in low- and middle-income countries costs about
$3 per capita.

On World Hospice and Palliative Care Day, the voices
of those who are directly affected by palliative care are
being heard. The theme ‘Because I Matter’ reflects that

everyone deserves and has the right to the quality care that
they need. There is always something that can be done. So \V’e L

why is the availability and access to palliative care so woefully
inadequate and inequitable for people who need it worldwide?
Why are so many people’s lives and stories not being heard by those
who could make a difference to the care they receive?

This report consists of the open letters of six extraordinary women
from Australia, Bangladesh, India, South Africa and the UK to decision
makers who can influence access to palliative care. These women are
directly affected by palliative care through living with serious illness
themselves or being parents of children with serious illnesses. They are
working to make a difference to the lives of other adults and children
who are affected. They aim to encourage greater understanding of and
commitment to ending avoidable suffering and making palliative care
available for all as part of the move towards Universal Health Coverage.

As countries move towards Universal Health Coverage, the voices of
those affected by serious illness must be heard to ensure equitable
coverage of palliative care for those who need it.
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Dr Tedros Adhanom &lhcbrcv}ogug
Divector General

World Health Organizaﬁon
Avenve Appia 20

1202 eneva 13 October 2018

Dear Dr Tedrog
[ am vvriﬁng_ You an open letter to thank you again for hking the time fo meet with me.
[ was o imFVcéécal bv] your kylovvlcdéf/ and vnolcrd‘amoling of Palliaﬁ\/o care. It was 59001 fo
talk 1o Someone who vnder¢tood and listened o r/arcfvllv] to my cxpcricnoc.

A you know; | was fold when [ was 17 that [ would probably live for 5™ more years. Lact
week | had my 25 bir’!‘holaq_’ Rlliative care hag been crucial in cnabling, me to live well
for these years and to live with purpose and mcaning Last week | wag also ziven an
H’onoraw] Masters at the Open Uni\/crgiﬁ/] for my work with the $cxva!i+v] Alliancel |
sometimes Shake mvléc{f and wonder how | 50% here but | am So thankful for the support
and encovragement | have received from my health care team in the UK ’rhro%b the
wonderful NS, my hospice upport and most of all my family and friends.

Anyway, | am just vvriﬁng_ fo express my gaﬁ%uolc for all the work WHO i¢ oloing_ to
QvPFomL Fa”iaﬁ\/c care imc/{voling as PaVTL of Frimaw} health care and as PamL of Univercal
Health (/ox/cragc. The mcc‘h'ng in Actana to review the Alma Ata declaration will be <o
important ag it is crucial that palliative care i im%gra%col within Frimaw/} health care <o
that everyone who needs Pa!ﬁaﬁ\/o care avound the world can 5g+ it. Thig 1§ the onlq way
we can achieve Universal Health (/ow/ragg;.

The work of WHO on the Subject of palliative care, inolvding_ the indicators within

the Greneral Programmc of Work, are cnoovraging Yet, like many areas, palliative care
development i not 5@#!';45 the reowrees it needs either from national government health
budgdg, donor gpx/crnmcnk or international aggnoicg. [ hope in my lifetime o see that
ohangg happen cépcoial!v} 5_i\/on the evidence we now have from the Lancet Commission
on Rlliative Care and Fain Relief that an es¢ential Paokagg of palliative care costs JVQL
$3 per capita in low and middle income countries. It is a moral imperative fo Stop avoidable

Qvﬁfcri ng.

l hoPc 1o meet Yov again one olav’ and thank yov again for all your work. and for chinoling_
the world that P@op!@ like me do matter! Hapm World H“ogpioo and Rlliative Care Dav[.

Kind charolé,
Luey Watts MBE
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Mr. Mohammed Nagim, MF,
Honorable Minister of Health & Family Welfare.
Feoples Republic of Eanélaolcéh

13 October 2018

Dear Minister,
[ am vvri'ﬁng_ thi letter o you to draw the attention of the 50\/cwm4@n+ of Eamglaolcéh,
and your ministry, o the evere lack of access fo care for people !i\/ingt oh/]ingr and
guffcring from incurable life limiting. diseases like cancer. This specialized care is well
fenown globally ¢ “Rlliative Care”. My personal focus is the alleviation of immense Suffering.
of approtimately 19,000 children with cancer who need this care in Bangladech. There
are few resources for paediatric palliative care, despite the fact it is a cost-effective
infervention. The commitment of your ministry fo these children covld have a h”g—"/ impact
on theiv, and their families, lives.

Me and my fami!»fg Pngonal oxPoricwoog of Such Qvfforing_ ¢ inQFiring_ me to write thig
letter o you. [ lost my three year old ¢on to cancer aﬁcr Wl'h’lOQQVlg_ hig immengse
gvﬁccrmg, for & months. My Son, Ayman, wag born on 19" April, 2012 and left v on 3
Janvary, 2016. Al’fhovgh he i¢ no long_cr with v, we are continvously reminded of the
pain and évfforing he went +hrov5b Now, long, affer !oémgr my Son and affer Mcc’hng_
many other families and children with chcrlcnoc of thig Jovrncv, of Qvffcrmg, we know
that even 1"hov5h we covld not cure him, we could have alleviated much of hig, and

our, guﬁoring_ if we had access to palliative care for children in Sawglaolcéh. A a very
small initiative after hig departure, a few other bereaved mothers and | have taken this
chf)ongibiﬁ‘h/} 1o make {)coplc aware of the imPorf'anoc of {)a”ia’H\/c care 1o Q’{'op avoidable
évﬁfcring in Bangladcéh.

Decigion makers and Poli&,,] makers of a oowd’rq have 5{@31’ inflvence on ro/io'fq and

can make Pa!!iaﬁ\/c care avallable in the commvniﬁ} for families like mine. With 5{@31’@1/

vnolcrghnoling_ and commitment to the importance of palliative care, uch care can reach
ovt fo more childven and families even in resowrce constrained countries like Bamglaolcéh.

Dear minister, vov are also a father <o | hope you understand.
Your vnolcréfanaling_ and QUFPorJr of PaHia'h'\/c care matters becavse
these human Sovls also PO MATTER. Lets end thig QVﬁcring

Sinwrc!v[ yours
Sha»}cma Shafiz §vmv]
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The Kigw Honourable Fcnnq Mordvant
22 Whitehall
London SW1A 2EGr

13 October 2018

Dear Minister

l'am a ST year old woman with cevere life~limiting disease. | am fortunate in ha\/ing been
supported by an expert hospice and palliative care feam locally (Bawlélovp for several years
which has enhanced my tﬂ/aliﬁ) of life and functional abilhﬁ? cnabling me to engage in life
oFﬁmqu in the context of my digabilities and health problem,

Even within the UK many are not o fortunate. Ovtside the UK H’\ings are even

more difficult for individuals with life lm/uﬁn often cxﬁcmolv] Famfv{ conditions. I\/\anv)
individvals with [ife hrvuﬁng_ conditions in !ovv and middle income countries (LIMICS)

are not even able o access basic pain relief. Ag hrghhgh’rcol in The Lancet Commisgion
on Falliative Care and Fain Relief there is also a disproportionate number of individualg
with gerious ﬁfc—limiﬁng_ illness in LMICK. An essential palliative care Paokagg for these
countries described by the Lancet Commission would cost only $3 per person.

| feel Paggiowafc!v) that Fa”iaﬁ\/e/ care 1§ a bagic human Vigb’f’ and that a¢ a olc\/olopcd
ooum"rv} we Should be ;Pcoiﬁoal!v] vaporﬁng, Fa”iaﬁ\/e/ care Services in LMICK. i‘l’a\/img_
chcrionocol the Vcaliﬁ/) of ﬁf@—limiﬁng lllness and severe Fain made bearable on!b[ bv]
aPPVoPVimLc Fain relief | Speak with the voice of lived cxPcricnoc. Furthermore, Frior fo
ill-health vetirement | was a congultant paediatyician WoVk—iVlg_ in paediatric onco!oggrl and
have also seen at first hand the difference 59001 l(/vali’rt? palliative care makes fo children.
/\/\am/} of the individualg without aolc’/@/a’f’c Pa”iaﬁ\/c care and Fain velief in LMICS are
children who are Sufferin vnncocégar?lv} when even bagic Fa”iaﬁ\/c care would make a
hv5_c difference to their [Lualiﬁ] of life.

The UK has reduced 115 overseas aid commitment on health at a fime when many LMIC
health §17§1L6m§ are in OIGQPCVmLc need. Of that aid, there i§ no allocation committed o
Fa”naﬁ\/c care olcéFHrc the UK% oxpcrﬁgo in thi¢ area and provd !mg’rorq in itg olc\/clopmonJr
October ’15 i World I’rogploo and Rilliative Care Dav] n VC&Og!II’ﬁOVI of that [ am agkmg_
You 1o commit to the UK Glovernment | moroagmg_ QvPPor“f’ for Falha’h\/c care worldwide

ag Far“f’ of progiess towards Universal Health Cox/oragc and idon’h’fv]ing ald QPooiﬁeaHv} o
ngPor“l‘ Palliaﬁ\/c care PVoJch‘é for children to Prox/iolc them with bagic Fain velief and
palliative care fo facilitate iMFVox/cd tLvalih? of life.

Yourg éinwrclv}
Helena Davies
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To Shr. Jaga‘f Frakach Nadda

The Union Minister for Health ¢ Family Welfare
/\/\in?éhfv] of Health and Fami!v] Welfare

New Delhi, India

13 October 2018

Regpected Shri. JagmL Frakash Nadda,
Flease help 2.217 of Indian population fo live. Not just exict; but to live with oligyni’rv] and o
grow To ovr potential. And fo be vseful members of the ociety, con’hfibvﬁng, to it

My name i Achla. After i@vring my spinal cord in an accident & years back, | am !i\/ing
with @/aolriplcgia. [ e a wheelchair o move around. For the initial four years, | moved
from hogpital fo hospital 'hfv}img_ different treatments. Then | moved to Rllivm [ndia [3], a
national orggnizaﬁon which provides palliative care. Since then, | am a full-fime volunteer
at Ballivm India. Here, | veceive all the care which | requive on a daily bagic to function. |
work a¢ an execvtive agsistant fo the Chairman of the organizaﬁon and also ag a counselor
at the Faraplcgj(/ vehabilitation center in ovr organizaﬁon. My life is an example which
Shons how palliative care can improve the quality of life of a person with life limi'ﬁng_
condition.

Cengus 2011 hag revealed that over 268 Million people in India are ;vﬁcring_ from
digability. This ic equivalent 1o 2.217 of the population. A congiderable portion of this ic
acquived [ater in life. And it i also ectimated that the total number of people who need
palliative care i¢ likely to be 54 Million people a year [4]. Rilliative care is available only
fo less than 27 of the needy. A proved by the palliative care movement in the state

of Kerala, Frovioling_ pain velief and palliative care in a cost—effective model with active
community participation i§ posible. | believe every ginélc ndlividual in thig country hag the
Vigh‘f‘ for an opportunity to contribute fo the Society in his/her onn way. Usually, a peron
with a life !imiﬁng condition ig no longcr 5_;\/6}'\ that opportunity. They are often pushed fo
the marginé and forced o exist theve vntil they die.

Chapter 5™ of the Kigwré of Fersons with Dicabilities law which is pagsed in 2016
ensures “barvier—free access in all parts of Glovernment and private hospitals and other
healthcare ingtitutions and centves”. However, this is not implemented completely 'H’\Ollgb
thig can be achieved without Qigni]qoamL cost. Hence, | vequest you to kindly fake
hecessary actions implement this by 2020

Yourg éinwrcfv]

Ashla Rani
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Senator The Hon Anne Ruston

Agsistant Minister for International Development
andl the Facific

FO Box 6100

Senate, Farliament House

Canberra ACT 2600

13 October 2018

Dear Minigter

As an Avstralian citizen, | am also vvri’h'ng_ fo yov a¢ a
woman [iving. with younger onset dementia and Someone who advocates and

works 5[obal!v[ and naﬁona!!v} to ensure the SO million PcoPlc ovwcnﬂl/’ {i\/ing_ with dementia
5loballv], and the projected 152 million people with dementia by 2050 receive the care
that they need. Thig includes the more than 425,000 people Ii\/ing, with dementia in
Avstralia.

My own o“agﬂo§i§ of dementia came a¢ a shock fo my family and friends, especially

36 | was only 49; a marvied vvorlcing_ mother of two Jrccmagg sons. AS a regult of the
poor treatment | received and the €ﬁ5ma | experienced pev<onally, and that i <fill

bcing_ reported fo me daily, | co—founded a 5lobal organizaﬁon called Dementia Alliance
[nternational, which i¢ a chié’fcrcol charity in the USA, but represents people with
dementia from 47 countries. Thig organizaﬁon was founded in part fo ensure that the
voices of people li\/ing, with dementia worldwide are heard at every level. A a reftived
trained nurge, and omeone who talks with people with dementia and their care partners
almost every day, | know that an important part of 5@001 care i§ access o palliative care.
I'm well aware that one day | may need it foo, and | may need my pain managcol which

i notoriously under—treated with people with dementia. 'm very aware ag my condition
progresses [ will have viallowing, difficulties and breathlessness; | already have éwa!!owing,
difficulties. Therefore, | understand well the importance of olc\/cloping_ advance care plang
So my family know how | want fo live and be cared for if | no longgr have the capacity
fo explain. | was actively involved in olch{oPing the recently vpdated Advance Care
Directives in Sovth Avstralia.

Lack of access to palliative care IS a human Vigh’f'é 15ve worldwide, in&lvding for people
with dementia. 429 of countries have no hospice and palliative care service and it ig
estimated that less than 107 of people who need it can access it All around the world,
we See people rcgylarlv] phygically or chemically vestrained, harmed or abandoned, and in
many countries, they are entirely let donwn by the health care system which fails them

in their care Viglm" ﬂ’mrou%b fo the end of life. BEven in countries where palliative care i
available, it may not be accessible fo people like me with dementia. A vov are well aware,
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Australia hag Jvd commenced a Royal Commicion info the Ag?ol care gystem in Australia,
dve to oon’h'nving, VoPor’l'g of §b]§+omic/ abuse and very poor care.

Avstralia 1S one of the few countries which hag a national dementia Q’f’Va’f'Cgk] with ;Jrrong_
inclugion of Fa”ia'h'\/o care and ag such we could and should be lcaoling_ the 5[0(73! ohargg
for 5_0001 access 1o Fa”iaﬁ\/c care for Poop!o with dementia worldwide. A< countries

move towards Universal Health Cox/crag_c, | hope that you, a¢ the Agictant Minister for
International Development and the Facific; will join with vs fo Vcoognizc and act vpon

the wnrelieved seriovs health related §vffcrin§_ cxpcrionwd by Pcoplc with dementia
worldwide and show leadership in making._ palliative care available o all. We know that
an essential package of palliative care costs just $3 per capita in low and middle income
countries and | ask for your Fcréona! QVFFOV“IL fo make thig happen ’H’ll’ovgh the Auvstralian
5_ox/crnmcn+’§ infernational Fo!ioicé and programmes.

Yourg ;imwrcfb]

Kate Swaffer
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Minister Aaron Motgoaledi
Frivate Bag. X9070
Cape Town

8000

Dear Minister Aaron Motcoaled,

[ would like 1o ¢tart my letter by covugyz»’r\/!;m';'15r you
on the olrafﬁng_ of the National Poﬁwl Framenork
and S’Waf’cgk] on Rlliative Care for Sovth Africa. | am <o Provd 1o have been Par“f’ of the
National $+ccrin5 Committee, and | am !ook.ing forward to the implementation of the
policy, to ensure access fo palliative care for each and every Sovth African.

Minister, | am a Social worker by profession, and [ast year | have obtained the post-
5raolva+c Di{)loma in Rlliative Medicine from the Un?\/crgiﬁ? of Cape Town. | am al¢o a
very provd peron with a dicability, and a pacsionate advocate for univeral access. | work
for the HoQFiw Falliative Care Agsociation of South Africa ag Diéabi“ﬁ/] /\/\ainéﬁcaming_
Coordinator. | have further had the life changing oFPorhmih] fo receive palliative care
affer my motor vehicle accident 24 years ago. For these reasons | believe that | can
Share the Pogiﬁ\/c inflvence that Pa”iaﬁ\/c care has had on my life.

After my accident 24 vears 350, | have received palliative care from a dedicated and
compassionate rovp of palliative care practitioners, and dear Dr Motsoaled, if it wasn't
for the palliative care that | have received, | would not have been the person that | am
today! [ would not have had the quality of life that | have, o purgue my dreams, to Manage
my own health and o be ?infvflq employed.

Minister, | have had numerovs adversities and some very painful difficulties in my life to
overcome, ino!uding_a spinal cord iKl)VVl?/ bladder cancer and oliaéﬂogig of an avto-immune
diseage, bt palliative care Q’f’VCVlgthCVICOI my fundamental boing, h\gb#’ me tenacity and
5yidcd me to acceptance and fulfilment. It +av5h+ me how 1o Manage my own health, but
mostly palliative care 5vialcol me fo veach my optimum quality of life.

The palliative care team were the compagsionate earthly ang_cfé that were always there
for me, on the ready fo provide care, to manage my Symptomg, fo lead me to be the
person that [ am foday, o 551}01@ me fowards acceptance and vitimately, fo reach my

opﬁmvm @/alih? of life.

The question that | am Poéing_ fo you today, Minister, is why st palliative care available to
each and every pexSon in the (/OUVI'ILVI/} ¢hould Hqcv] need it¢
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Rlliative care shovld be available 1o all and should be an ivrl’cgra! part of Univercal Health
Coverage. | can and will continve fo inform peaple and advocate for palliative care and
every individvals Viéb’l"é fo access palliative care daily, but Minister, you are the pev<on
lno!oling, that key fo unlock assess to Fa”iaﬁ\/c care for all.

You are the one that can engure that Palﬁaﬁ\/o care 5{7!@ the much-needed fvnoling_ and
attention fo be rcaalfllx} available to all. You are the person that can declare that health and
allied professionals cannot proceed fo be independent practitioners, if they did not have
the necessary and ch/vircol palliative care Jrraining

Rlliative care is the fool that can and will save this country millions of Rands in
healthcare provision! Life limiﬁngf and !?f@—ﬁqmﬁcning conditions wovld be managpol, and
patients, their families and carers would not have the need o access health care for
Micvo managgmomL of every symptom. They would be aware of and educated on their
condition, they will have access fo pain medications, they would be mindful of oha”cmgjng_
gitvations and how to Manage thege. They would have the phygical, emotional, <pivitual and
total care that we all deserve.

Falliative care has, can, and will asist me and all my fellow South Africans to live a full,
meaningfvl life Aill the day that we die.

Flease make palliative care possible, available and accessible to all SA citizen.
We matter, and we have the Vigh'f‘ fo palliative carel

Sincere 5{@@1‘1'”55.

Fetra 5W5_cr
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Ensure an essential package of palliative care for adults

and children is integrated into Universal Health Coverage
worldwide (See Lancet Commission on Palliative Care and Pain
Relief).

Ensure palliative care is integrated into primary health care.

Ensure that people who need palliative care can access it
irrespective of where they live, their condition, their age or
their disabilities.

Ensure that adequate funding is allocated by national
governments, donor agencies and international agencies to
enable the provision of palliative care for those who need it.

Enable the voice of people with direct experience of serious
illness and palliative care to be heard during decision making
processes on policies and programmes that affect our lives at
the local, national, regional and global level.

Ensure that palliative care is a compulsory part of the curricula
for all health professionals and allied professionals such as
social workers.

Because I matter!
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About World Hospice

and Palliative Care Day

World Hospice and Palliative Care Day is a unified day of
action to celebrate and support hospice and palliative care
around the world.

Voices for Hospices is a wave of concerts taking place on
World Hospice and Palliative Care Day every two years.

It takes place on the second Saturday of October every year
and Voices for Hospices takes place on the same date every
two years.

World Hospice and Palliative Care Day is organised by a
committee of the Worldwide Hospice Palliative Care Alliance,
a network of hospice and palliative care national and regional
organisations that support the development of hospice and
palliative care worldwide.

info@thewhpca.org
www.thewhpca.org

Thanks to Open Society Foundations and The Joffe Charitable Trust for their kind
support of The WHPCA'’s direct stakeholder projects.

For more information contact:
Claire Morris

WHPCA Global Advocacy Director
cmorris@thewhpca.org
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kfraanhn@thEWhpca~org registered in England and Wales No 6735120,

Registered Charity No 1127569)



