Skin Cancer Prevention Programme
Annual Repor t

2017-2018

5135

people with albinism supported in
dermatological health
a year-on-year
increase of

68%

42

21%

community support oﬃcer
training sessions

decrease in rate of
presentations of
Actinic (Solar)
Erythema since 2015

45
40
35

Number of clinics
operating
19
14

3
2013

49 : 51

female:male patient gender ratio

2014

2015

2016

2017

2018

in geographical
29% increase
coverage this year

Contents
Introduction

4

Action 1: Reduce the prevalence of skin cancer among people with
albinism in Tanzania

5

Grow clinic numbers in Tanzania

6

Geographic expansion of clinic network

7

Grow patient numbers in Tanzania and ensure equal access

8

Achieve a reduction in skin cancer presentations and clinical conditions associated with the
development of skin cancer

10

Develop the distribution capacity of Kilisun

12

Refine data collection and analysis

13

Formalised training awards

18

Skin Cancer Advisory Committee

20

Action 2: International replication

22

Strategy meetings

23

Malawi

24

Burkina Faso and Senegal

26

International advocacy

26

Looking forward

28

_____________________
Photo Credits: Melissa Kanchanapoomi Levin (1) Chihiro Tagata Fujii (2, 3, 4, 5, 9, 17, 25, 27, 29, 30) Imogen Freeland (12) Harry Freeland (19, 21, 23)

Introduction
Standing Voice is an international NGO based in
Tanzania, with its headquarters in the United
Kingdom. We exist to end human rights abuses
against marginalised communities. Our team has
over 10 years’ experience working to promote the
social inclusion of people with albinism in Tanzania
and Africa more broadly.
Standing Voice designs and delivers Health,
Education, Advocacy and Community
Programmes, reaching thousands of people with
albinism across Tanzania and Sub-Saharan Africa
more broadly. Our services have been received by
people with albinism from 29 African countries,
and our advocacy and research stretch across the
globe. These Programmes are blueprints: models
to be adapted, upscaled and replicated
internationally, wherever demand exists.
In 2013, Standing Voice launched its Skin Cancer
Prevention Programme (SCPP) to combat the skin
cancer crisis facing people with albinism in Tanzania.
The programme is a decentralised network of clinics
delivering regular skin cancer education, prevention,
detection and treatment to people with albinism in
their own communities. Each clinic provides
comprehensive skin examination; liquid nitrogen
cryotherapy to remove pre-cancerous lesions;
preventative health education; sun-protective
clothing; surgery referral where necessary; and a
regular supply of Tanzanian-made sunscreen. This
sunscreen is specifically made for people with
albinism and produced locally in Moshi.
The SCPP engages Tanzanian individuals, families,
communities, and institutions to pursue structurally
sustainable improvements to dermatological
healthcare for people with albinism. Its programmatic
philosophy is to work with all stakeholders to build
collective capacity and mutual accountability. By
activating local stakeholders to build in-country
capacity, the programme aims to generate ownership

and sustainability, and mobilise these stakeholders to
act in functional unison.
In 2016, Standing Voice began a new phase of
expansion in the development of the SCPP, with the
goal of serving 8000 people with albinism across
multiple African countries by 2020.
In this reporting period (June 1st 2017 to May 31st
2018), a number of significant strides were taken in
the SCPP. The SCPP is now reaching 5135 people
with albinism (a year-on-year increase of 21%), and
operating at 45 clinic sites across 10 regions of
Tanzania (an increase of 29% in the programme’s
geographical coverage). Accompanying these
promising signs of numerical growth have been a
range of qualitative developments for the SCPP,
including the completion of designs for an impact
study that will reconceptualise the programme,
assess its broader social impact, and facilitate its
transferral and replication in other African countries.
Also this year, the SCPP Advisory Committee was
established to oversee the induction of
dermatologists and delivery of surgical training
workshops, with the committee now functioning as
an indispensable organ of expertise to guide the
programme’s training awards. Regular clinical
delivery began this year in Malawi (following a
successful pilot in 2016), while our new Electronic
Medical Records database system was fully fieldtested, with the service advancing its transition to
paperless operation. Finally, the progress of the
SCPP was celebrated with the production of
Surviving the Sun (2018), a dedicated programme
film following one family’s journey through our lifesaving service.
This report is divided into two broad actions (first,
expanding the SCPP in Tanzania; and second,
replicating it internationally), and explores our
progress against the various objectives associated
with those actions.

Action 1: Reduce the
prevalence of skin
cancer among people
with albinism in
Tanzania

At the heart of the SCPP lies our
ambition to avoid preventable deaths
from skin cancer among people with
albinism, and to improve
d e r m a t o l o g i c a l h e a l t h t h ro u g h
education, supply of preventative
measures (such as sunscreen and
clothing) and medical intervention
where necessary. At the end of April
2018, 3257 patients were enrolled in
the SCPP. A further 1878 patients
received support in the form of
access to sunscreen only.

Summary of progress against targets
Current (End of
April 2018)

Target (End of May
2018)

Progress towards
targets

45

32

+13

Number of registered clinic patients

3257

3200

+57

Total number of people with albinism
supported (clinic + Kilisun only)

5135

3200

+1935

10 (including
remotely supported)

13

-3

9

13

-4

Number of clinics

Number of clinic regions
Number of Community Dermatologists

Grow clinic numbers in Tanzania
Our 2018 goal of 32 clinics has been exceeded. We have now delivered 45 clinics. Furthermore, this
reporting period saw sustained growth in the annual number of added clinics, with 5 new clinics added in
both 2016 and 2017.
Number of clinic sites by region over time
2015

2016

2017

Through to
May 2018

Mwanza

2

3

4

6

6

6

Shinyanga

1

2

3

5

5

5

Geita

-

2

3

4

4

3

Mara

-

1

2

4

4

5

Simiyu

-

1

1

3

3

4

Tanga (Supported)

-

5

5

5

5

5

Arusha (Supported)

-

-

1

1

1

2

Kagera

-

-

-

4

4

4

Kigoma

-

-

-

3

5

5

Tabora

-

-

-

-

3

6

Total No of Clinics

3

14

19
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45
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37.5

7.5
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5

12.5

2.5

0

2013

2014

2015

2016

Clinics

2017
Regions

6

2018

0

Number of regions

2014

Number of clinics

2013

Geographic expansion of clinic
network

regions in which it is active. By leveraging Standing
Voice’s on-the-ground networks, we have been able
to mobilise those patients who are most diﬃcult to
reach. Thus, while our geographical coverage is
slightly narrower than anticipated, the intensity and
depth of the programme in active regions is highly
encouraging.

To widen access to life-saving clinics, Standing
Voice outlined an ambitious target of reaching 13
regions by May 2018. Currently, the clinical network
is active in 10 regions. While the target number of
regions has not been met, the programme has been
particularly eﬀective in reaching patients in those

Map of active regions

Current SCPP clinics

Kilisun only

Remotely supported by SV

2018 SCPP clinic expansion
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Grow patient numbers in Tanzania and ensure equal access
Concurrent with an increase in clinic numbers, we have seen an increase in the number of patients seen. To
date, we have seen 3257 patients across our clinics, compared to our May 2018 target of 3200. This represents
year-on-year growth of over 27%. Including those areas served by the distribution of Kilisun, 5135 patients are
receiving care.
Number of clinic sites and registered patients by region

Region

Current number of
registered patients

Mwanza

676

Shinyanga

609

Geita

226

Mara

280

Simiyu

Region

Current number of
registered patients

Singida (Kilisun Only)

72

Mbeya (Kilisun Only)

140

Iringa (Kilisun Only)

185

Kilimanjaro (Kilisun Only)

534

Dar es Salaam (Kilisun Only)

354

Morogoro (Kilisun Only)

93

Manyara (Kilisun Only)

43

Njombe (Kilisun Only)

44

153

Kagera

188

Kigoma

166

Tabora

198

Tanga (Supported)

494

Arusha (Supported)

267

Pwani (Kilisun Only)

122

Dodoma (Kilisun Only)

155

Ruvuma (Kilisun Only)

136

While almost all people with albinism in Tanzania face
overlapping patterns of marginalisation that impede
their access to healthcare, women with albinism are
particularly stigmatised and thus even less likely to
access requisite care.

baby with albinism is born, abandoned by their
husbands and families and left with sole
responsibility for the health, education and security
(both physical and socioeconomic) of their children in
the face of severe social exclusion and
abandonment.

Women with albinism and mothers of babies with
albinism are disproportionately exposed to
discrimination. Manifestations of violence, including
sexual violence, against women with albinism are
chronically underreported: extensive consultation
with people with albinism and qualitative data
collected by Standing Voice from 2006 to 2018 points
to a scale and extent of abuse against women not
always reflected in quantitative data. Mothers of
babies with albinism are routinely ‘blamed’ when a

These women’s intersectional exposure to
discrimination renders them particularly unlikely to
access conventional healthcare services. For this
reason, it is encouraging to note that there is no
significant disparity in the genders of clinic
attendees. This reflects the capability of the
programme in ensuring social inclusion and gender
equality in access to services.
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Achieve a reduction in skin cancer presentations and clinical
conditions associated with the development of skin cancer
Clinical presentations over time
2013

2014

2015

2016

2017

2018

80%

60%

40%

20%

0%

Actinic (Solar)
Elastosis

Actinic (Solar)
Cheilitis

Actinic (Solar)
Erythema

Actinic (Solar)
Keratosis

Suspected
Malignancies
(SCC and BCC)

Surgery
Referrals

A revision to the form used by clinical delivery teams meant that actinic (solar) elastosis
presentations were not recorded in 2017 and early 2018

These numbers are tremendously encouraging. Real
reductions in dangerous clinical conditions have been
achieved: demonstrable improvements in
dermatological health are occurring as a direct result
of the SCPP.

reductions in clinical presentations thereafter. Rates
of erythema and solar keratosis in particular have
dropped by 52.1% and 68.5% respectively, a huge
achievement that is particularly significant, since
these are conditions whose development typically
precipitates the onset of cancer and therefore
provides an accurate insight into the success (or
failure) of preventative practices endorsed by the
SCPP. The sharp decline in presentations of
erythema and solar keratosis is compelling evidence
that the SCPP is successfully preventing new cancer,
and not simply treating cancer that already exists.

Real reductions in presentations of symptoms
associated with skin cancer are partially obscured by
the addition of new patients every year. During the
first three years of programme delivery there was an
increase in presentations of clinical conditions
associated with the development of skin cancer as
well as an increase in suspected malignancies. This
correlates with the significant geographical
expansion of the SCPP as we sought to dramatically
increase access due to the urgency of the skin
cancer crisis. The majority of patients who newly
enrol in the programme have never received
dermatological care before. As a result, their skin
health is usually poor when they are first examined,
hence the broad increase in clinical presentations
from 2013 through to 2015. By 2016, the programme
had established a core patient population who were
regularly receiving care. This was a key turning point
for the programme as we began to see dramatic

Following feedback from Standing Voice’s SCPP
Advisory Committee, this year we updated the way
we measure patient compliance in the use of
protective clothing. Previously, the use of individual
items of clothing was recorded (e.g. wide brimmed
hat, long-sleeved top etc.); now, we are collecting
data on coverage of diﬀerent parts of the body.
This avoids a common problem where patients wore
‘correct clothing’ (such as long trousers) but only of a
very thin material aﬀording little sun protection.
Under the previous recording system, this would
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have been counted as successfully adhering to guidelines (wearing trousers), but under the new recording
system this would only be counted as partial protection of lower limbs, since the material is not adequately
protective.
Percentage of patients arriving at clinics with protective clothing (old recording system)
2013

2014

2015

2016

Wide Brimmed Hat

47.5%

79.4%

73.2%

72.6%

Long-Sleeved Top

47.9%

86%

85.7%

81.4%

Long Trousers/Skirt

47.5%

86.3%

90.1%

86.1%

Protective Clothing

Percentage of patients arriving at clinics with protective clothing (new recording system)
2017
Fully Protected

Head/Face

Neck

Upper Limbs

Lower Limbs

64.8%

64.3%

69.9%

75.6%

15%

21.3%

19.3%

17.5%

20.2%

14.4%

10.8%

6.9%

Some Protection
No Protection

Comparing this data with previous recorded data
shows an improvement from the last reporting period
(2016/17). In 2016, 18.6% of patients attended clinics
with no long-sleeved top, but by 2017, the number of
patients attending with no protection of the upper
2013

2014

limbs had fallen to 10.8%. Overall there has been a
marked improvement in protection, with patients
increasingly empowered to take control of their
dermatological wellbeing and ensure they avoid
dangerous exposure to the sun.
2015

2016

2017

100%

75%

50%

25%

0%

Wide brimmed hat

Long sleeved top

Long trousers/skirt

Data for 2017 is approximated in order to allow comparison with previous years
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Develop the distribution capacity
of Kilisun
By the end of 2017, Kilisun had 5135 registered
beneficiaries. Of these, 3546 received a regular
supply of the sunscreen during the reporting period,
a promising increase of 767 (or 22%) on the previous
year. The KSPU meanwhile manufactured a total of
9651 Kilisun jars (for adults) and 3245 Kilisun Watoto
jars (for children under 7 years old). The total number
of pots produced was 12896.
Kilisun was distributed to people with albinism living
in 21 regions across Tanzania covering around 80%
of all regions in mainland Tanzania, an increase of

over 20% year-on-year. As well as distribution
through Standing Voice SCPP, the KSPU distributes
Kilisun through schools, health centres, and
programme partners.
Beneficiaries are asked to return used Kilisun pots,
as a proxy measure of compliance. An average of
30% of containers distributed were returned by the
beneficiaries for recycling in 2017, an encouraging
increase from 24% in 2016. Return of pots and
renewal of sunscreen supply furthermore incentivises
patient retention, and means that beneficiaries
continue returning to have their skin screened at
biannual intervals.

Refine data collection and
analysis

semi-structured interviews designed to minimise the
impact of bias by avoiding leading questions while
providing scope for respondents to explore themes
and questions pertinent to them but perhaps not
considered when planning data collection. 20
interviews—with key stakeholders including doctors,
teachers, and patients—were conducted in total.
Interviews were delivered using coding techniques to
allow key themes to be extracted. Based on the
frequency with which beneficiaries mentioned key
topics, we identified three primary and six secondary
outcomes of the SCPP.

This reporting period has seen marked development
in our capacity for data collection and analysis. The
implementation of an electronic patient database has
been instrumental in this regard, enabling us to build
a high-quality evidence base through which to refine
our Theory of Change and improve our toolset as a
model of best practice for international replication.
O u r d a t a p o i n t s t o m a r k e d re d u c t i o n s i n
presentations of skin cancer symptoms among
beneficiaries, as well as wider sociocultural benefits
stemming from the SCPP.

Respondents identified increased awareness and
understanding of skin cancer and prevention,
improved capacity of patients to implement self-care
and an improved sense of wellbeing and confidence
among patients as the three key primary outcomes of
the programme.

During this reporting period, we have sought to
illuminate the positive ramifications of the SCPP for
the psychosocial welfare of people with albinism by
analysing recent and historical qualitative data. This
was collected between 2015 and 2016, through

Increased awareness and understanding of skin cancer and prevention
There has been a demonstrable increase in awareness of the threat of skin cancer and skin cancer
prevention measures among patients and caregivers. Patients reported that they had learnt how to
check their skin for signs of cancer and had become more knowledgeable about the skin problems
that people with albinism face. Attendees at our clinic sites also reported that the information received
during the clinics allowed them to establish a causal connection between exposure to sunlight and
skin cancer.
“I have learnt that if my son is in the sun directly he can contract skin cancer”
Mother of a child with albinism, Mwanza

“I used to think that cancer could not be treated. I now know that it can if it is diagnosed at an
early stage”
Teacher at Lake View School, Mwanza

“There is a reduction in skin complications since the clinics started. The clinic in Chato for
example, there has been a big reduction in the need for cryotherapy to remove pre-cancer”
Standing Voice Community Dermatologist

“Before we were really struggling but now skin cancer among us has really reduced a lot”
Patient, Nansio District Hospital

“I didn’t know how to take care of the skin of children with albinism. I have learnt how to really look
after them properly”
Teacher at Lake View School, Mwanza

The conclusions above correlate with the clinical data previously provided in this report, wherein
presentations of conditions associated with skin cancer development and suspected malignancies
reduced considerably between 2015 and 2016. There has also been a reduction in the number of
referrals for further treatment, underscoring the fact that precautionary measures against sun
exposure decrease the likelihood of developing complex malignancies.
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The SCPP has also allowed a flow of information between communities, whereby caregivers as well as
patients have become more knowledgeable in the dangers posed by UV radiation and skin cancer,
further increasing awareness and understanding.
“Parents who bring their kids get education on how to protect the skin of their kids and spread it to
the family members and the entire community”.
Patient, Mwanza

“I have learnt a lot and feel that I can also educate other people in the community on how to care
for people with albinism”
Teacher, Mwanza

Improved capacity of patients to implement self-care
The expansion in the geographical scope of our programme, evidenced in this report, has increased
access to frontline clinical skin cancer services. Enabling people with albinism to seek help in
maintaining a satisfactory level of dermatological health greatly improves their ability to implement
self-care.
“If you have a wound however small you have to go and see the doctor”
Patient, Ukerewe

The delivery of comprehensive health education at each clinic has led patients to develop a greater
understanding of measures needed to implement self-care. For instance, this has enabled people with
albinism to understand the importance of using protective clothing and using adequate sunscreen in
order to protect themselves from harmful UV radiation.
“My life has changed because I know how to protect myself from the sun, by putting on longsleeved shirts, wearing shoes, and smearing sunscreen on the open parts of the body”.
Patient, Sekou Toure Regional Hospital

“Using this sunscreen protects us and makes us healthy”.
Patient, Mwanza

“Before Standing Voice I was buying poor quality sunscreen. Since I started coming to clinics I
have been given good sunscreen. My skin is now in better condition”.
Patient, Mwanza

“The clinic makes me think that I really have to protect and look after myself”
Patient, Sekou Toure Regional Hospital

In addition to health education, the impact of receiving a life-saving operation to remove advanced
cancer has also improved patients’ ability to implement self-care.
“After the operation, I realised that I could live. I have changed my life a lot. Before I never wore a
hat and would stay in the sun all the time. I am now better educated and wear a hat and have longsleeves and stay out of the sun”
Patient, Nansio District Hospital

The insights provided by patients’ testimonies are further supported by data collected regarding sun
protective clothing. Since programme inception we have seen an increase in the number of patients
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wearing wide-brimmed hats to protect their skin from the sun’s harmful radiation. While this number
constituted 47.5% in 2013, the percentage of patients wearing hats increased dramatically to 72.6%
in 2016. A similar increase is also found in patients wearing long-sleeve tops and long trousers or
skirts. While 47.9% of patients were wearing long-sleeve tops in 2013, that number increased almost
twofold in 2016, with 81.4% of patients recorded wearing long-sleeve tops.

Improved sense of wellbeing and confidence among patients
Qualitative data evidences that the SCPP was not only successful in producing physical health
improvements, but also helped to improve the wellbeing and confidence of patients.
“I feel more protected. I feel happy and comfortable”
Patient, Sekou Toure Hospital

“I have learnt not to be afraid of the sun”.
Patient, Nansio District Hospital

The SCPP has also recorded significant improvements in how persons with albinism regard
themselves, which has supported self-acceptance.
“The education [we receive in clinics] is fantastic as it helps us to value ourselves which is really
enjoyable”.
Patient, Mwanza

“This clinic has built their personality as human beings. Previously they were regarding themselves
as not normal human beings because of their colour”.
Matron, Alliance School, Mwanza

Through monitoring the impact of the educational lectures delivered at the SCPP clinics, we have
recorded an increase in the confidence of our patients.
“The students are happy and confident and their attitudes towards albinism have changed after
getting education and check-ups from Standing Voice”.
Teacher, Alliance School, Mwanza

The SCPP has also had a positive impact on how people with albinism interact with members from
their communities, further evidence of increased wellbeing and confidence.
“Applying sunscreen has made me look clean and interact with other community members freely
compared to before this service”.
Patient, Sengerema District Hospital

The secondary themes identified by respondents
were:

• Increased awareness and understanding of

• Patients feel there is a greater understanding of

albinism

their needs and can seek support
• Patients experience applying sunscreen as an act
of self-care and protection
• Patients experience screening and treatment as an
expression of self-care

• Clinician success through peer support
• Information about the clinics has become
embedded within communities
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This data has informed a revision of our Theory of
Change. This revision was done in partnership with
Roots for Sustainability, a consultancy specialising in
social impact measurement, and presents a
significant strategic development for the SCPP. This
collaboration looked at the impact of our service

beyond the sphere of dermatological health,
examining the holistic implications of our programme
for beneficiaries' welfare, and the reduction of
discrimination and stigma around albinism in
Tanzanian society.

Revised theory of change

This Theory of Change presents an improved
framework through which to analyse the success of
the SCPP. Moving forward, it will provide an essential
blueprint for future expansion of the programme
across Africa, as well as an additional tool for use in
international advocacy. This updated Theory of
Change is guiding our ongoing data collection as we
develop a dedicated impact study to measure the
success of the SCPP in achieving its intended
outcomes.

the electronic database for use in the field, and
historical data was transferred to the new online
database. With data management now transferred to
the new system, the programme is transitioning
toward full paperless operation.
Our new database will streamline data collection and
analysis, enabling us to more accurately measure
health outcomes for patients by eliminating the
distortions currently introduced when new patients—
whose skin health is typically poorer—are added to
the system and integrated into our reporting. With the
new system, we will be able to follow a
representative sample of patients and track any
improvements in dermatological health or compliance
with protection guidelines.

In 2016 we developed an electronic system for the
handling of medical records, known as the Electronic
Medical Record (EMR) system. In this reporting
period, the system was fully piloted, a mobile
application was developed to serve as a gateway to
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Formalised training awards
Standing Voice has been able to increase investment in education and training of key stakeholders. In 2017, we
developed and consolidated the training provisions we began to formalise in 2016.

2016/17

Current (End of
April 2018)

Target (End of
May 2018)

Progress
towards
targets

Community dermatologist

1

3

3

0

Dermato-surgery

1

3

2

+1

CSO award training sessions

34

42

32

+10

Community ambassador training
sessions

34

42

32

+10

We are ahead of schedule in the training of
community support oﬃcers and community
ambassadors, and have delivered an additional
dermato-surgery workshop compared with our May
2018 target.

Sunscreen Production Unit, as well as beneficiaries
of the SCPP and the Standing Voice Team, including
Tanzanian and UK representatives and trustees.
Gathering so many experts in one place provided
new opportunities for cross-fertilisation and
understanding: led by Standing Voice, participants
spent two days identifying areas of strength and
improvement in the current delivery of our service,
and mapped out recommendations for its future
development.

Workshops have a number of aims and objectives,
including:
1. Strengthening relationships between key
programme partners

Particularly useful was the opportunity to further
embed the SCPP in a network of specialist referral
hospitals, and deepen our understanding of its
position within their institutional cultures and
processes. Doctors from KCMC Hospital, Ocean
Road and Muhimbili shared best practices for making
patient referrals, and gave an overview of services
and resources available to the SCPP through their
hospitals. Representatives of Kilimanjaro Sunscreen
Production Unit provided an update on their work,
and continued collaboration with the SCPP.

2. Deepening understanding of programme delivery
and development among key programme
partners
3. Developing more eﬃcient and eﬀective referral
pathways for our patients
4. Further improving the clinical capacity of
Community Dermatologists: conducting skin
examinations and minor surgery
5. Collectively identifying targets for programme
improvements

The workshop also included two days of practical
training for community dermatologists, during clinical
delivery at Sekou Toure Hospital. Drs Sharp, Mavura
and Levin from the newly established SCPP Advisory
Committee were in attendance to mentor community
dermatologists and share expertise and insights from
the cutting edge of dermatology. During the two days
of clinics, each community dermatologist rotated
between supervision by all three specialists, receiving
in-clinic mentorship while examining and treating
patients.

One such workshop was held over six days in
November 2017 in Mwanza City. The workshop
aimed to further develop local expertise in
dermatological healthcare for people with albinism.
Key participants included lead clinical trainers,
community dermatologists enrolled in the SCPP,
leading doctors in the referral hospitals with whom
we partner, social welfare oﬃcers from across the
Tanzanian Lake Zone, and representatives from the
Tanzania Albinism Society and the Kilimanjaro

18

The specialists ran a further two days of surgical
training for the community dermatologists, where
each had the opportunity to perform a surgical
intervention under supervision, increasing their
capacity to autonomously deliver surgeries within
their local areas. Finally, after a year of development,
Standing Voice fully introduced its new bespoke
Electronic Medical Records Database into clinical
delivery.
As we continue to enhance our provision of training,
our ambition is to equip community dermatologists

with the skills to perform minor surgery on-site,
during regular programme clinics. This will transform
the patient experience: allowing patients to have
lesions excised in a matter of days, close to home,
rather than facing long waiting times and travelling
long distances to reach central hospitals. Eventually,
it is hoped that patient referrals for radiotherapy or
more major surgery will approach zero, as patients
are screened and treated well before such
interventions become necessary.

Skin Cancer Advisory Committee
This year, Standing Voice has established an advisory
committee to guide the implementation of training
through the SCPP. The overarching purpose of the
SCPP Advisory Committee is to provide advice and
guidance to the Standing Voice Board, Administration
and Implementation Teams on matters relating to skin
cancer prevention and treatment. This includes
providing professional advice on clinical development
and the implementation of best practice across the
SCPP to ensure safe and high-quality provision of
care for patients. Committee members will also be on
site at the point of service delivery and training to
provide oversight when and where this is required
and viable.

practice across the Programme, ensuring safe and
high-quality care for patients

• Supporting the development of training materials
and other programme resources to enable clinical
development

• Providing in-person training to clinicians to deliver
high-quality best practice skin cancer prevention
services (health education, skin examination,
surgery)

• Conducting research within the programme to
support clinical development

• Supporting Standing Voice Programmes Manager
in recruiting and managing clinical international
volunteers

Roles and functions identified for the committee
include:

• Representing the programme at conferences and
symposia to raise awareness of the programme
and further promote best practice

• Supporting and advising the Standing Voice Board
of Trustees and management team to identify and
realise strategic aims

The Committee is composed of health professionals
with the expertise to significantly contribute to clinical
programme development.

• Working in close partnership with the Standing
Voice Programmes Manager to implement best

Skin Cancer Prevention Programme Advisory Committee Membership
Leicester. Dr. Sharp now leads in the
development of surgical training in the Skin
Cancer Prevention Programme.

Dr. Melissa Kanchanapoomi Levin
Dr. Levin is a board-certified dermatologist
practising in New York City, a fellow of the
American Academy of Dermatology, clinical
attending professor at New York University
Langone Health, clinical instructor at Mount
Sinai Hospital in the Department of
Dermatology, and Founder and Director of
Entière Dermatology. She is committed to the
education and training of dermatologists by
serving as a reviewer for numerous medical
journals, performing clinical research trials, and
lecturing at national professional meetings. Dr.
Levin plays a leading role in Standing Voice’s
contributions to research and training in skin
cancer prevention.

Dr. Daudi Mavura
Dr. Mavura is the current Principal of the
Regional Dermatology Training Center (RDTC)
and Senior Lecturer of the Kilimanjaro Christian
Medical University College in Moshi, Tanzania.
Dr. Mavura holds a Medical Degree from the
University of Carlos J. Finlay (Cuba) and a
Master's of Medicine degree in
Dermatovenereology from Tumaini University
( Ta n z a n i a ) . D r. M a v u r a s p e c i a l i s e d i n
dermatosurgery, developing his knowledge at
UKT-Germany and the Universidad de Alcalá de
Henares in Spain. Dr. Mavura has published and
co-authored several papers, primarily in tropical
dermatology. Through Standing Voice’s
partnership with the RDTC, Dr. Mavura plays an
instrumental role in developing the expertise of
community dermatologists enrolled in the Skin
Cancer Prevention Programme.

Dr. Andrew Sharp
Dr. Sharp is a member of the British Society of
Dermatological Surgeons and a Fellow of the
Royal College of General Practitioners. He
currently works in skin cancer management and
surgery at the Department of Dermatology in
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Dr Mark Wheeler
Dr. Wheeler is a GP with a particular interest in
dermatology. He is the Senior Partner at
Edenpark Surgery, a progressive teaching and
GP-training practice in Dublin. He serves on the
Board of the Irish Skin Foundation and is a
member of both the Primary Care Dermatology
Society of Ireland and the Primary Care Surgical

Association. In 2013 he undertook a sabbatical
working as a volunteer doctor in a clinic in
Malawi. Since then, he has been collaborating
with Malawian dermatologist, Dr Kelvin Mponda,
to develop a skincare programme for people
with albinism in Malawi. In Spring 2016 he
joined forces with Standing Voice to pursue this
shared goal.

Action 2:
International
replication

Progress towards international replication
has been strong. Our expansion into
Malawi continues to advance, and this
reporting period has been the first in which
we have delivered full bi-annual clinics in
the Mangochi district of Malawi. Based on
the findings from our pilot in Malawi (in
2016) and the initial roll-out this year, we
have refined our model for future
replication to ensure more rapid panAfrican expansion while guaranteeing local
capacity continues to be developed. Our
focus remains on adaptability to local
context, while maximising input from
existing stakeholders in the field.

Our model for international replication

Phase 1: Train and
guide stakeholders
in implementation

Phase 4: Utilise that
body of experts for
Phase 1 in the next
replication country

Phase 2: Achieve,
evidence and
disseminate results

Phase 3: Integrate
stakeholders into a
growing group of
African experts
within the
programme
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This model of international replication has informed
our activities across Action II. We have continued to
meet with strategic partners, to forge new
relationships and to deepen existing partnerships.
Finally, our international advocacy work frames our
international replication, by working to place the

issue of dermatological care for people with albinism
high on the agenda of governments in the region, by
embedding it within the Regional Action Plan under
development for eventual ratification by the African
Union.

Strategy meetings
Our strong representation in international albinism
fora has helped us develop a large network of
contacts, and a leading name among those working
in the field of albinism in Africa. Throughout this
reporting cycle we have conducted a number of key
strategy meetings.
In November 2017, Standing Voice held a strategic
planning workshop in Tanzania with partners
including community dermatologists, albinism society
leaders, local government representatives, as well as
members of the Standing Voice coordination team
and the SCPP Advisory Committee, and a selected
range of beneficiaries whose feedback helped to
support participatory programme development.
Also in November, Bonface Massah, National
Coordinator of APAM, visited Standing Voice in
London to meet with the team to discuss progress on
replication in Malawi. The meeting provided an
opportunity to engage in strategic planning, including
the selection of future target regions in the country.

In February of this year, Standing Voice’s Operations
Manager Alex Magaga visited Nairobi, Kenya, to
meet with albinism society leaders from 28 African
countries as part of the UN’s ongoing development of
a Regional Action Plan on Albinism in Africa. During
this forum we further developed our relationships
with albinism society representatives across the
continent, mapping potential areas of future
expansion for the SCPP.
Standing Voice has been in discussion with the Open
Society Initiative in West Africa (OSIWA), who are
supporting capacity development of albinism
associations across West Africa. During the United
Nations Think Tank on Albinism conference in
Pretoria in November 2017, Standing Voice met with
OSIWA, who expressed interest in exploring potential
synergies, particularly in the area of health. This
meeting was followed up with a call, in which details
of a potential partnership were further discussed, in
particular relating to Senegal.

Malawi
Training key stakeholders
Wheeler. All three dermatology consultants in Malawi
are now active in and committed to the programme.
Consultants within hospitals have been specifically
dispensed by the Ministry of Health and Population
to work within the programme, an encouraging sign
of further government commitment to the SCPP. We
have also engaged a network of Health Surveillance
Assistants (HSAs), who support the SCPP by
mobilising patients in remote locations and
facilitating their access to our clinics. As government
employees supporting the mobilisation of our
patients on the ground, HSAs in Malawi are providing
a parallel function to Social Welfare Oﬃcers in
Tanzania.

As in Tanzania, Standing Voice is committed to
developing the capacity of local stakeholders in
those countries where international replication is
occurring. As such, we have worked closely with
APAM to develop their ability to deliver skin cancer
prevention clinics. We specifically focused on how to
mobilise clinics and develop local networks of
clinicians, health facilities, local government
representatives, journalists, and traditional authority
leaders. The head of the dermatology association in
Malawi has also received training in the programme.
Training of dermatologists in Malawi has been
embedded within the programme, led by Dr. Mark
Expansion of clinic network

Summary of progress against targets
Current (end of
April 2018)

Target (end of May
2018)

Progress towards
targets

4

2

+2

227

250

-23

Number of clinic regions

1

1

0

Number of Consultant Dermatologists /
Surgeons

4

2

+2

Number of clinics
Number of registered clinic patients

In 2016, we piloted the expansion of the programme
in Mangochi district, Malawi. This pilot was
conducted in partnership with APAM, the local
albinism association, with significant managerial and
technical oversight from Standing Voice.

2018, three consultant dermatologists were in
attendance (equating to every consultant
dermatologist practising in Malawi), as well as clinical
oﬃcers from neighbouring districts. This
development of an engaged network of stakeholders
is encouraging, as we begin expanding the
programme into neighbouring districts.

During the initial pilot phase, clinics were attended by
local clinical oﬃcers and one consultant
dermatologist. In the second pilot round, they were
attended by two consultant dermatologists in
addition to the head of the dermatologists’
association. During the full clinical delivery in April

The total number of patients registered in Malawi
increased to 227 in this reporting period, as the
SCPP moved beyond its initial pilot phase.

Patients attending clinics in Malawi

Number of patients attending

Pilot (2016)

2017

2018

149

131

153
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Early analysis of clinical presentations of skin cancer-related symptoms among patients in Malawi
Pilot (2016)

2017

100%

75%

50%

25%

0%

Sun-induced
erythema

Sun-induced
cheilitis

Our work in Malawi has provided us with new
insights into the best approaches to international
replication. We are training a local organisation,
APAM, to lead on coordination and delivery, allowing

Actinic
keratosis

Non-malignent
conditions
requiring
further
intervention

Suspected
malignancies
requiring
further
intervention

them to fulfil their own objectives regarding the health
of people with albinism. We are pleased with
progress so far, in what has been a remarkable
exercise for our organisation.

Burkina Faso and Senegal

We have also been corresponding with the Open
Society Foundations (OSF), who support capacity
development of albinism associations in West Africa.
OSF are already working with two albinism groups in
Senegal, providing them with grants for capacity
development and strengthening their ability to be
self-sustaining. A partnership with OSF could help to
pre-empt any challenges arising from the historically
limited capacity of local albinism associations in
Senegal as potential implementing partners of the
SCPP.

Standing Voice has also explored the conditions for
replication in Burkina Faso and Senegal. In Burkina
Faso, an exploratory country visit and workshop will
take place in Autumn 2018 to further assess
feasibility.
In Senegal, we have received an expression of
interest from ANAS, the Senegalese albinism
association. ANAS have also discussed possible
synergies with Kilisun, a partnership sub-grantee.

International advocacy
Through our advocacy work, we aim to place
dermatological care high on the agenda for the rights
of people with albinism across Africa. By embedding
this agenda within governments, we will accelerate
the development of national action plans, and thus
provide fertile ground for the replication of the SCPP.

Africa, and the importance of unifying experts from
across the world to develop solutions. By 2019,
the organisers hope to see a UN Special
Resolution for the UN Human Rights Council to
recognise the scale of the issue, and publish
guidelines for tackling it by 2021. The conference
also established an academic action group, to
coordinate relevant research. Other concrete
measures identified include a review into relevant
laws, collaborating with and monitoring the work of
traditional healers, prohibiting newspaper
advertisements of witchcraft practitioners and
regulating independent faith-based practices.

Standing Voice also played a key role driving the
global agenda around albinism throughout this
reporting period. Building on our long-standing
collaborations with the United Nations and World
Bank—and our coordination, in 2016, of Action on
Albinism in Africa, an international forum hosting
delegates from 29 African countries—last year we
helped to increase the visibility of albinism within
human rights discourse across the world.

• I n N o v e m b e r 2 0 1 7 , S t a n d i n g Vo i c e w a s

represented at a high-level strategic meeting on
the implementation of the Regional Action Plan on
Albinism in Africa, held in Pretoria, South Africa.
The result of broad consultations over the last two
years, the Regional Action Plan has been endorsed
by the African Commission on Human and
People’s Rights and is intended for ratification by
the African Union by 2019. The meeting in Pretoria
brought together a core group of 20 experts from
organisations with specialist knowledge of the
situation of people with albinism in Africa, as well
as the will and capacity to ignite change across the
continent.

This year, we have continued our work to encourage
government accountability in preventing and
managing skin cancer among populations with
albinism. This advocacy has occurred at a number of
scales, from local government engagement in areas
visited by the programme up to regional and global
organs such as the African Union and the United
Nations.
To engender lasting and eﬀective change, we have
developed a programme of advocacy that links civil
society partners, NGOs, state actors and
international bodies in a targeted and eﬃcient
manner. Central to this eﬀort has been the
development of the UN-led Regional Action Plan on
Albinism in Africa. Key moments of international
advocacy within the reporting period include:

• In January 2018, Albinism in Africa, a cross-

disciplinary anthology bringing together insights
from various leaders in the field, was published for
a global academic audience. Standing Voice
contributed a chapter for publication on the
impacts of stigma and marginalisation on
populations with albinism in Tanzania. The SCPP
was identified as a model best practice for
promoting the health and welfare of people with
albinism and reversing their social marginalisation.

• In September 2017, Standing Voice presented at

the UN Workshop on Witchcraft and Human
Rights, held in Geneva, Switzerland. This event
marked the first time the UN fully recognised the
scale of the crisis facing people with albinism in
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• The final consultation on the Regional Action Plan

with the SCPP being cited by the UN Independent
Expert on Albinism as an example of best practice
ripe for wider replication across Africa. The African
Union is set to adopt the Regional Action Plan in
January 2019.

on Albinism in Africa was held in February 2018 in
Nairobi. This presented an opportunity for a
diversity of grassroots civil society representatives
to discuss and review the proposed targets and
indicators for implementation. Participants shared
best practices for engaging the UN in their various
initiatives, and collaborating to coordinate their
work and avoid duplication of eﬀorts. Delegates
also shared insights into the best ways to design
eﬀective communication strategies in their
advocacy and public awareness initiatives.

We have also worked to inform global audiences on
the success of the programme, developing a film,
Surviving the Sun. Within a week, this short film
describing the journey of one family through the
programme had received over seven thousand
impressions across Standing Voice’s social media
platforms. We are now in discussions with media
groups about a possible wider release.

The published recommendations of the Regional
Action Plan place a strong emphasis on skin health,
encouraging holistic support for people with albinism,
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Looking forward
In this reporting period alone, the SCPP grew by 21%
in its beneficiary reach and 29% in its geographical
coverage. The programme is now reaching 5135
people with albinism at 45 clinic sites across 10
regions of Tanzania. Accompanying these signs of
quantitative growth have been a number of
qualitative improvements for the SCPP, including the
production of designs for an impact study that will
reconceptualise the programme and assess its wider
social impact; the establishment of the SCPP
Advisory Committee; the delivery of regular clinical
service in Malawi; and the full field-testing of our
Electronic Medical Records database system.

reporting period. Following our invitation to register
with the Private Hospitals Advisory Board of
Tanzania, we furthermore expect to widen and
deepen our network of partner institutions across the
country.
In Malawi, we will be expanding into a new district
from October, with the local albinism association
supported to lead clinical delivery in Mangochi. In
September, we hope to conduct an exploratory visit
to Burkina Faso to evaluate the possibility of
programme replication there.
In just two years, the SCPP has been expanded
significantly inside Tanzania and exported
internationally with great success. Entering the next
year of the project, the consolidation of these gains
and further replication of our programme model
presents a compelling challenge that Standing Voice
is well equipped to meet.

In the coming year (18/19), we look to strengthen the
capacity of community dermatologists in Tanzania by
improving their capabilities in diagnosis and delivery
of on-site minor surgery. With training workshops
planned in August and November, and a bespoke
training event for local albinism associations in
September, we aim to expand the SCPP into three
new regions of Tanzania by the end of the next
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