


Trustees’ Repbrt

For the period ended 31 December 2021

What we do and why it matters

The United Kingdom Primary Immunodeficiency Network (UKPIN) is the professional body for Immunologists,
Specialist Nurses, Healthcare and Academic Scientists in the UK.

Our mission

UKPIN’s mission is to advance the health among those with pnmary immunodeﬂclency disorders and
advancing education in PID and related subjects. . t

We accomplish this by:

« Developing common best practice approaches to diagnosis and management of PiD and related disorders
+ Developing clinical guidelines by means of setting consensus standards based upon agreed UK best practice
« Promoting improved understanding of PID and related disorders among healthcare professionals and

students

The Trustees confirm they have referred to the Charity Commission’s guidance on public benefit when
reviewing the Charity’s aims and objectives, planning future activities and setting the annual operating plan.

Our details N

Charity registration number 1164466
Company registration number 09273983 (England and Wales)
Registered address 9 Appold Street

London
€C2A 2AP



Our strategic objectives

1. Developmenf of best pra‘c’tice guidance

2. Clinical leaf;!ership_ of the QPIDS écpre;iigégign scherﬁ;e
3. Maintenance of the UK PID registry. | | |
4. Advance education in primary immunodeficiency ..

. 5. Communications and networking L

1 Development of best practice guidelines

UKPIN is working with the British Society for Immunology (BS!) and the national guidelines centre (NGC) to
produce 3 set of guidelines looking at the use of replacement immunoglobulin in patients with primary and
secondary immunodefic iciency. Unfommately, the COVID situation has delayed ‘the writing process but thxs 1s .

now complete and will shartly be ready to be submitted for publication in 2021. T

Keeping you Iinformed
The Charity works hard to keep our members informed about our activities and developments in primary

immunodeficiency in the wider worid.

2 Clinical leadership of the QPIDS accreditation scheme

The QPDS team ran virtual tralning sessions to support services through the accreditation process. Following
the new QPIDS standards being launched in September 2020 services have been submitting evidence on the

revised standards.



3 Maintenanco of the UK PID registry

To keep the registry up to date, 3dding information on PI0s and patients as they become avaltable. No sites
were carried out during the year, aithough online training tools have been developed and rotled out Including

support for centre seif-registration of new patients.
At the end of 2021 there were 5,292 patients registered on the registry (2020: 5,187).

The registry will become finandally independent from UKPIN from Aprit 2002 with funding obtalned from
industry. This ks sufficient to provide a Reglstry Coordinator.

4 Advance education in primary immunodeficiency

UKPIN continues to offer an opportunity to receive fundl}\g for doctors, nurses and sclenﬂsts wl':o are UkPlN .
members to further their knowledge of primary immune deficiencies. These awards help support periods
training in other academic or clinical centres.

S Communications and networking

»

The UKPIN meeting returned in November 2021 with a successful in Sheffield welcoming 215 delegates,
speakers and exhibitors. Exhibition and sponsorship income were well above target contributing to a surplus of
over £80k. : T . . L.



Structure, Governance and Management

Charitable status and administrative details

The Charity is registered as a charity (Charity number 1164466) and incorporated in England and Wales as 3
company, limited by guarantee (Company number 09273983). It has no share capital and the liability of its-
members is limited to a sum not exceeding £1. The charity’s governing document is the Memorandum and

Articles of Association, which was amended in October 2014.

Steering Committee (Board of Trustees)

The Trustees are charity Trustees for the purposes of the Charities Act 2011. The Chair, Honorary Secretary
and Treasurer are also company directors for the purposes of the Companies Act. The current trustees, and
any past Trustees who served during the year are listed on page 18.

The Trustees are responsible for directing the Charity/s activities and for overseeing the management of the
affairs of the Charity, they actively manage the organisation. They have contracted the British Soaety for.
Immunology to provide secretariat services.to the Chanty

The Trustees meets quarterty and decision are agreed on by open vote. The sub commlttees report mto the
Steering Committee and the reports are approved during the steering committee meetings. Any decisions
outside the steering committee meetings will either be resolved by the trustees agreeing or by an electronic
vote by all trustees.

As part of their induction process, Trustea spend some tume w:th the Chalr who gwes a full mtroductlon
together with the history of the Charity and key information they require to fulfil their duties as Trustee.

The success of the Charity belongs in part to the people who generously volunteer their time to add their
experience to our activities, we thank you all. - .

Financial Performance

2021 saw the return of the UKPIN meeting, resultingin a Iarge increase in activity with income treblmg from
2020. The surplus for 2021 deficit was £42k (2020: deﬁcnt £31k)

The UKPN meeting produced a surplus of £81k the best for many years.

The main costs for the year were the meeting and the maintenance of the registry. i

Reserves palicy

The Charity operates a reserves policy requiring a minimum of two years budgeted noh—mee(ihg annﬂal costs
to be retained as free reserves. The Trustees consider that this level will provide enough funds to respond to
any unexpected events. ‘ '

At 31 December 2021, free reserves stood at £172k (2020: £130k). This equates to over 3 years costs based
upon non-meeting year costs.
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Risk management

Good risk management is fundamental to the continued work and sustainability of the Charity. We identify '

and mange risks that could adversely impact the achievement of our strategic purpose and determine the
calculated risks we need to take to succeed.

The Charity operates a formal framework for the management of risk, taking the view that risk can be positive
(opportunity) or negative (threat). The Charity operates a risk register incorporating strategic, operational and
compliance risks, which are informed by the Charity’s strategic objectives, performance, voice of our
stakeholders, regulatory environment and analysis of the external environment.

The Steering Committee delegates day-to-day responsibility for risk management to the Directors, who are
responsible for identifying and evaluating risks to their areas and activities mplementmg appropriate controls
for ongoing mitigation and monitoring. .

The Steering Committee reviews the Charity’s strategic and compliance risks annually.

Fundraising statement

Although the Charity does not actively fundraise from members, occasional donations are received. The
Charity applies best practice in the tone of its communications and the accuracy of its data to minimise the
pressures on supporters. The Charity applies best practice to protect supporters’ data, never sells or swaps it
and ensures that communication preferences can be changed at any time. The Charity commits to react to and
investigate any complaints received, to learn from them and improve its service. During the year, the Charity
received no complaints about its fundraising activities.-

Future plans

The 2022 pians for the Charity have been impacted by Covid-19, however they have been adapted to continue
" to provide a service to members and help those with PID throughout these challenging times. '

1. Development of best practice guidelines

= Work with the BSI and the national guidelines centre (NGC) to produce a set of guidelines looking at
use of replacement immunoglobulin in patients with primary and secondary immunodeficiency

2. Clinical leadership of the QIDS accreditation scheme
» Increase regularity of assessor training days
« Develop the online training to support services starting to work towards accreditation using the
new standards .
3. Maintenance of the UK PiD registry
= The UK PID registry will become independent from UKPIN

4. Advance education in primary immunodeficiency

» To provide funding for doctors, nurses and scientists who are UKPIN members to further thenr o
knowiedge of primary immune deficiencies

S. Communication and networking

« To engage with the membership and other professional bodies on PID services



Trustees’ responsibilities

Tbe,Tmstees are responsible for preparing the Trustees’ report and financial statements in accordance with
applicable law and United Kingdom Accounting Standards (United Kingdom Generally Accepted Accounting
Practice).

Company law requires the Trustees to prepare financial statements for each ﬁnéhé:a'l year wﬁich give atrue
and fair view of the state of affairs of the Charity and of the income and expenditure of the Charity for that
period. In preparing these financial statements, the Trustees are requvred to:

* select suitable accounting policies and then apply them consistently;

» observe the methods and pnncuples in accountmg and Repomng by Charities: Statement of Recommended
Practice applicable to charities preparing their accounts in accordance with the Financial Reporting
Standard applicable to the United Kingdom and Republic of Ireland; and

* make judgements and estimates that are reasonable and prudent;

« state whether applicable United Kingdom Accounting Standards have bee}\ followed, 'subject to aﬁy
-material departures disclosed and explained in the financial statements; and .

« prepare the financial statements on the going concern basis unless it is inappropriate to p‘resume‘the .
charity will continue in operation.

The Trustees are responsible for keeping proper accounting records that disclose with reasonable accuracy at
any time the financial position of the Charity and enable them to ensure that the financial statements comply
with the Companies Act 2006. They are also responsible for safeguardlng the assets of the Charity and hence
for takmg reasonable steps for the prevenuon and detecuon of fraud and other Irregularlnes

Each of Trustees confirm that: .

-

« so far as the Trustee is aware, there is no relevant information of which the Charity’s independent examiner
is unaware; and

« the Trustee has taken all steps that he/she ought to have taken as a Trustee in order to make o
himself/herself aware of any relevant audit information and to establish that the Charity’s independent
examiner is aware of that information. ) L

This confirmation is given and should be interpreted in accordariée with the ;')rblvisions' of 5418 of ihe
Companies Act 2006.

The Trustees are responsible for the maintenance and integrity of corporate and financial lnformation lncluded
on the Charity’s website. Legislation in the United Kingdom governing the preparation and dissemination of
financial statements may differ from legisiation in other jurisdictions.

Approved by the Trustees and signed on their behalf by:
Or Catherine Stroud :
UKPIN Treasurer

Date: u_l ‘q_l 102



Independent Examiner’s Report to the Trustees of the United Kingdom Primary
Immunodeficiency Network (‘the Company’)

| report to the charity trustees on my examination of the accounts of the Company for the penod ended 31
December 2021.

Responsibilities and basis of report

As the charity’s trustees of the Company (and also its directors for the purposes of company law) you are
responsible for the preparation of the accounts in accordance with the'requirements of the Companies Act 2006
(‘the 2006 Act’).

Having satisfied myseif that the accounts of the Company are not required to be audited under Part 16 of the
2006 Act and are eligible for mdependent examination, | report in respect of my examination of your chamYs
accounts as carried out under section 145 of the Charities Act 2011 (‘the 2011 Act’). in carrying out my
examination | have followed the Directions given by the Charity Commission under section 145(5} {b) of the 2011
Act.

independent Examiner's Statement

| have completed my examination. | confirm that no matters have come to my attention in connection with the
examination giving me cause to believe:

[

1) ' accounting records were not kept in respect of the Company as requured by secuon 386 of the

2006 Act; or
2) the accounts do not accord with'those records, or
3} the accounts do not comply with the accountlng requirements of secnon 396 of the 2006 Act

other than any requirement that the accounts give 3 ‘true-and fair viéw which is not a matter
considered as part of an independent examination; or

4) the accounts have not been prepared in accordance with the methods and principles of the
Statement of Recommended Practice for accounting and reporting by charities.

| have no concerns and have come across no other matters in connection with the examination to which
attention should be drawn in this report in order to enable a proper understanding of the accounts to be

reached.
I L O

Nell Finlayson
For and on behalf of Moore Kingston Smith LLP

Chartered Accountants

9 Appold Street
London ECZA 2AP

pate 4 December 2022



Statement of Financial Activities
Period to 31 December 2021

30

General Restricted Total Total
Note funds funds 2021 2020
£'000 £'000 £'000 £'000
Income from:
Donations 2 3s - 35
Charitable activities: - - -3 . . -
Conference 181 - 181 -
Membership 5 - 5 7
Sponsorship - - - 35
Total income 221 - 221 72
Expenditure on: e
Charitable activities - " RO
Conference 100 - 100 -
Guidance 4 - 4 11
Membership 26 - 26 38
Registry - 49 - 49 sS4
Total equqditure ot 4 - =179 - - 179 103 |
Net {(expenditure)/income . . . 42 - .42 (31)
Recondiliation of funds: ‘ . - ‘ .
Funds brought forward 134 - 134 165
Funds carried forward - 176 - 176 134

There are no recognised gains or losses other than those recognised above. Al activities are continuing.

The notes on pages 11 to 18 form part of these financial statements

}M' K o

5

v -
[N



Balance Sheet

31 December 2021
Total Total
Notes 2021 2020
£'000 £'000
Current assets .
Debtors 8 83 18
Cash at bank and in hand 118 129
201 147
Uabilities
Creditors: amounts failing due
within one year 9 ~-(25) i ’ (13)'
Net assets 176 134
Funds
Unrestricted funds .
General funds 13 ; 172 130
Restricted funds - - : .- 12 . — -4 . 4 .
Total 176 134

For the ﬁnahcial year in question the company was entitled to é;(emptlon under section 477 of the

Companies Act 2006 relating to small companies.

No members have required the company to obtain an audit of its accounts for the year in question

in accordance with section 476 of the Companies Act 2006.
The directors acknowledge their responsibility for complying with the requlrements of the Act in
respect to accounting records and for the preparation of accounts. ' -

These acoounts have been prepared in accordance with the provisions applicable to companies

subject to the small companies regime.

These accounts were approved by the Board and authorised for issue on

signed on its behalf by:

C foord

Dr Catherine Stroud

Director
Date: 4 December 2022

United Kingdom Primary iImmunodeficiency Network, Company Limited by Guarantee
Company Registration Number 09273983 (England and Wales)

The notes on pages 11 to 18 form part of these financial statements

and were

10



Notes to the financial statements

1 Accounting policies

The principle accounting policies adopted, judgements and key sources of estimation uncerfainty in
the preparation of the financial statements are as follows:

Basts of preparation

The financial statements are prepared on a going concern basis, under the historical cost convention
modified to include the recognition of listed investments measured at fair value, which is consistent
with the prior year. The financial statements have been prepared in accordance with the Statement of
Recommended Practice: Accounting and Reporting by Charities ("The SORP"), the Financial Reporting

Standard applicable in the United Kingdom and Republic of Ireland (FRS 102) and the Charities Act 2011..

The United Kingdom Primary iImmunodeficiency Network (* 'The Chanty ) meets the deﬁnmon ofa
public benefit entity under FRS 102.- = . ;

General information

The Charity is a charitable companv'incprpowted in England and Wales (company number 09273983)
and is a charity registered in England and Wales (charity number 1164466) The Charity's registered
address is 9 Appold Street, London EC2A 2AP. h

Critical accounting judgements and key sources of estimation uncertainty

The preparation of finandial statements requires the sue of certain criticaltaccdunting estimates. It
also requires management to exercdise its judgement in the process of applying the Charity accounting
policies. In the application of the accounting policies, Trustees are required to make judgements,
estimates and assumptions about the carrying value of assets and liabilities that are not readily
apparent from other sources. The eSUmates and underlying assumptions are based on historical
experience and other factors that are considered to be relevant. Actual results may dlffer from these
estimates.

The estimates and underlying assumptions are reviewed on an ongonng basis. Revisions to accounting

estimnates are recogmsed in the period in which the estimate is revised if the revision only affects that ’
period, or in the period of revision and future periods if the revision affected current and future

periods.

In the view of the Trustees, no assumptions concerning the future or estimation uncertainty affecting
assets or liabilities at the balance sheet date are likely to resuit i ina matenal adjustment to their
carrying amounts in the next financial year. '

Going concern

The Trustees have assessed whether the use of the going concern assumption is appropriate in
preparing these financial statements. The directors have made this assessment in respect to a period
of one year from the date of approval of these financial statements. .

The charity held its meeting.in December 2021 providing a siéniﬁtant surplus to ensure t,he;har.ity
has the appropriate funds to fund its activities. The Trustees consider the charity to be a going .-

concern.
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Notes to the financial statements

income

All income is recognised once the Charity has entitlement to income, it is probable that income will
be received and the amount of income receivable can be measured reliably. Income of the Charity Is,
where applicable, included net of Value Added Tax (VAT) and is allocated to the period to which it
relates, carrying forward that part of the income relating to future accounting periods.

Expenditure
Liabilities are recognised as soon as there is a legal or constructive obligation committing the Charity
to that expenditure, it is probable that settiement will be required and the amount of obligation can

be measured reliably. Expenditure is recognised on an accruals basis as a liability is incurred, inclusive
of VAT, which cannot be recovered.

Expenditure is allocated to a particular activity where the cost relates directly to that activity. The cost
of overall direction and administration of each activity, known as "support costs" and comprising the
overhead costs of the central function is apportioned to each activity.

Support costs also include governance costs, which comprise organisational administration and

compliance with constitutional and statutory requirements. The allocation of suppon and governance
costs is analysed in notes S and 6.

Financial iInstruments

3

The Charity has chosen to adopt Section 11 of FRS 102 in respect of fi nancnal mstruments

1) Financial assets

Basic finandial assets, including trade and other receivables, cash and bank balances, are initially
recognised at transaction value and subsequently measured at amortised cost. Other financial assets,
induding investments, are mutially measured at fair value. Financial assets are derecognised when:

a) the contractual rights to the cash flows of the asset explre or are settled, or
b) substantially all the risks and rewards of the ownership of the asset are transferred to
another party or
¢) despite having retained some sugnif icant risks and rewards of ownership, control of the
asset has been transferred to another party who has the practical ability to unilaterally
sell the asset to an unrelated third party without imposing additional restrictions.

Cash at bank and cash In hand includes cash and short-term highly liquid iﬁvestments with a short
maturity of three months or less. ’

1) Financial liabilities

Basic financial liabilities, including trade and other payables, are initially recogmsed attransaction

price. Trade payables are obligations to pay for goods or services that have been acquired in the
ordinary course of business from suppliers. Accounts payable are classified as current liabilities if
payment is due within one year or less. If not, they are presented as non-current liabilities. Financial
_liabilities held at amortised cost comprise all creditors except social security and other.taxes and
provisions.

12



Notes to the financial statements

Provisions

Provisions are recognised where the Charity has a present legal or constructive obligation resulting

from a past event that will probably result in the transfer of funds to a third party and the amount due
to settle the obligation can be measured or estimated reliably. Provisions are measured at the present
value or the expenditures expected to be required to settle the obligation.

Fund accounting

Unrestricted funds are those funds available to the Charity for general purposes. They include funds
designated by the Trustees for particular purposes where their use remains at the discretion of the

Trustees. It is the policy of the Trustees to retain in unrestricted funds, amounts which in their

judgement, can help to mitigate the short-term effects of income volatility; and retain as long-term
investrent funds to generate sufficient income to meet current and futire operational activities

of the Charity.

Restricted funds are those funds available to the Charity restricted to a specific purpose or are subject

to particular donor imposed conditions. Further information is available in the reserves section of

the Trustees' report.

2 Income from donations

R . oa - 2021 2020 - ..
. . Unrestricted .  Restricted . Total . Total _ .
funds funds Funds Funds
£'000 £'000 £'000 £'000 -
Donations 35 - 35 30
Total 35 - 35 30
3 income from charitable activities
2021 2020
Unrestricted Restricted ~Total - .-~ Total -
funds - funds ~ Funds ~. . .Funds ........
£'000 £'000 £'000 £'000
Conference 181 - 18i -
Membership ) 5 - 5 7
Sponsofshlp - - - 35
Total 186 - 186 42

13



Notes to the financial statements

4 Total expenditure

. 2021 2020
Unrestricted Restricted Total Tota!
funds funds Funds > Funds
£'000 £'000 £'000 £000
Conference 100 C - 100 -
Guidance "4 - 4 11
Membership 26 - 26 38
Registry 49 - 49 '54
Total 179 - 179 103
Allocation of support costs to charitable activities: Direct Support 2021
: ‘costs costs Total
£'000 ' £000 £'000 ¢

Conference 96 4 100
Guidance - . 4 4
Membership - - A 26... .26
Registry a7 2 49
Total 143 36 179
Support costs are as follows: 2021 2020
£'000 £'000

Auditors’ remuneration - - -2 s "
Accountancy fees 1 1
Committee expenses - 1 1
irrecoverable VAT . ~ . . 8
Secretariat fees 30 30
Website 2 2
Total 36 as
Allocation of support costs to charitable activities: Direct Support 2020
costs costs Total
£'000 £'000 £'000
Guidance -6 R R 11
Membership - 38 38
Registry 52 2 54
Total 58 a5 103

14



Notes to the financial statements

5 Governance Costs

2021 2020
£'000 £'000
Auditor's remuneration - audit
Auditor's remuneration - other : - 1 .
Total
6 Netincome
This is stated after charging: Total Total
' 2021 2020
£'000 £000
Auditor’s remuneration - audit _ L. 2 2
Auditor’s remuneration - other 1 1
7  Staff costs and remuneration of key management personnel
The compahy has no employees as its day to day operations are conducted by the employees of the
British Society for Immunology. During the period ended 31 December 2021, a secretariat fee to include staff,
office and IT costs) of £30,000 (2020: £30,000) was charged by the British Society for Immunology to the
Charity.
The total renumeration (including taxable benefits and employer's pension contnbutnons) of the key
management personnel for the year was £nil (2020: £nil). ) ot -
The Charity does not employ staff.
No renumeration was paid to the trustees during the period to 31 December 2021 (2020: r;one). ‘
Expenses totalling £nil (2020: £434) were reimbursed to 0 trustees (2020: 1).
8 Debtors
2021 2020
£'000 £'000
Other debtors 68 18
VAT recoverable 15 -
Total 83 18
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Notes to the finandal statements

9 Creditors amounts fziling due within one year

2021 2020

£000 £000

Trade creditors 15 2

- Accruals and other deferred income 10 11

Total 25 13
10 Restricted funds - -

- At1 - - YS!

January December

2021 lncome Costs 2021

£000 £000 £000 £000

Visiting Schotar and jonathan Sherrard Awards 4 - - 4

Toral 4 - - 4

At1 - At

January December

2020 Income Costs 2020

£'000 £'000 £'000 £000

Visiting Schotar and Jonathan Sherrard Awards - S 1 )

Tatal - s 1 4

Vesiting Schotar and jonathan Sherrard Awards

Funds to support UKPIN members for periods training in other academic or dinical centres to further their

knowledge of primary immuno deficences.
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| Notes to the financial statements

11  Analysis of net assets between funds

2021
Unrestricted Restricted .
Total funds
funds funds ° A u
£'000 £'000 ‘£'000
Current assets 197 4 201 |
Current liabilities (25) - (25)
Total Funds 172 4 176
2020
Unrestricted Restricted. :
funds funds Total funds
" £'000 £'000 £'000
Current assets 140 4 - 144
Current liabilities '(10) - (10)
Total Funds 4 134

‘130

12 Share capital

The company is limited by guarantee and therefore has no share capital. Each member’'s liability is limited to £1.

13 Related party transactions

There were no related party transactions that required disclosure in the current financial period (2020: none).
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Steering Committee
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Chair Dr Sinisa Savic Appointed January 2018
) Treasurer Or Catherine Stroud Appointed February 2019
Honorary Secretary Dr Suzy Eicombe Appointed April 2018
Member Mrs Sarah Denman Appointed January 2018
Member Dr Lisa Devlin Appointed January 2018
- Member .. . . |. Miss j Edmonds - . . . Appointed january 2018
Member Dr Shuayb Elkhalifa Resigned july 2022
Member C Dr Kimberly Gilmour Appointed 2015
Member _ Dr Alex Richter Appointed February 2019
Member Dr Ravishankar Sargur Appointed 2014
Member Dr Austen Worth - - - - Appoint_ed January 2018 -

‘ Member - Dr Pat}ick Yong ) B . Ap;ioin%ed~ Féﬁruary 2019
Trainee Member Dr Manisha Ahuja Appointed February 2020
frainee Métflber " Dr Claire Stbckdglﬁe . Appaihted'FeErd'ary 20200

Principal professional advisers .
Bankers g ST : External independent examinérs:
Uoyds Bank Moore Kingston Smith LLP

14/16 Cockspur Street 9 Appold Street

London London

EC2v 60DL ) EC2A 2AP



